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Abstract 
The transition from school is a feature of typical adolescence, but can be challenging 
for autistic young people. While their experiences at school can be difficult, schools 
also afford structure and routine and can provide external support for young autistic 
people and their families. They provide reasonably predictable social networks as 
well as opportunities to encounter others outside of the family. Upon leaving school, 
autistic young people lose ready access to expected routines and established social 
groups and often disengage from the community. For many, the transition from 
school is confusing and stressful.  
In this thesis, I explore, from a life course perspective, the transition from school for 
autistic young people without intellectual impairment. Life transitions involve 
relinquishing some roles and adopting others. Adopting new roles such as worker, 
homemaker, parent and spouse, which are more complex and less predictable than 
the role of school child, can be problematic for autistic young people. For example, 
the unpredictability of interview processes and environments (e.g., the questions to 
be asked, bright lights, distracting noises) can make getting a job difficult. Difficulties 
identifying and responding to unspoken social rules and workplace routines can 
result in loss of employment.  
The transition from school is one of many turning points within a person’s whole life. 
This transition follows experiences earlier in life (e.g., childhood and at school) and 
precedes later life stages. It also occurs in particular social and historical contexts. 
For example, current education provision in Australia is shaped by the inclusive 
education policies.  
In this research, I used focused ethnography to explore the following research 
questions: “What are the experiences and perceptions of autistic young people, their 
parents and caregivers and professionals of the transition from school for autistic 
young people?” and “What are the factors that help overcome obstacles for autistic 
young people during this transition?”. To learn from those directly involved in the 
phenomenon, I accessed three informant groups: autistic young people, parents and 
caregivers of a child on the Autism spectrum and professionals who work with 
autistic young people during the transition from school. The majority of the data were 
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collected through participant-observation and recorded as field notes, with a small 
number of semi-structured interviews being conducted, audio-recorded and 
transcribed verbatim by the researcher. 
I gathered data from autistic young people in a range of social settings. In the role of 
observer-as-participant I attended transition meetings with school staff, a weekly 
social group over 10 weeks and a transition from school program (Studio G) 
fortnightly over 20 weeks. This prolonged engagement allowed me to build rapport 
with autistic young members of these groups, providing a foundation for conducting 
semi-structured interviews. In the role of participant-as-observer, I attended 
workshops and conferences over four years and had informal discussions with other 
delegates. At one conference, I participated in a week-long mentoring program for 
autistic young delegates in which I helped navigate their choice of concurrent 
sessions and facilitated debriefing discussions after sessions. I explored specific 
issues with people in the Autism community through a secret social-media group. I 
also conducted interviews with autistic young people, who heard about my research 
and contacted me. 
Parent and caregiver informants and professionals (allied health, school staff and 
those specialising in working with autistic young people) participated in informal 
discussions, mostly at conferences and workshops. A small number of discussions 
with parents and caregivers occurred in my role as an occupational therapist working 
with their children.  
Using constant comparison, I engaged in an iterative cycle of analysis and 
interpretation that changed as I collected more data and understood the phenomena 
better. I discussed interpretations with key informants to ensure the research findings 
were trustworthy and extensive. 
The findings indicated that a complexity of factors impacted on the transition from 
school for autistic young people. These included: co-occurring mental health 
challenges (e.g., anxiety and depression) and expectations from parents and 
caregivers. Seven factors appeared supportive of a successful transition. These 
were: 1) Having positive family supports, 2) Learning how to self-advocate, 3) 
Accessing the right supports at school, 4) Using strengths and passionate interests, 
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5) Mentoring, 6) Self-employment and 7) Autism awareness and acceptance in the 
community. The importance of the autistic culture pervaded the findings. The issue 
of diagnosis was raised often, revealing a variety of experiences. While some people 
were diagnosed later, particularly females, receiving a diagnosis generally enabled 
them to find a community and develop a greater understanding of themselves.   
Understanding the transition from school for autistic young people from a life course 
perspective highlights the importance of earlier life experiences and expectations of 
the future, as well as the broader social and historical context in which the autistic 
young person lives. This includes the existing autistic culture, which can offer autistic 
young people and their families a sense of belonging, acceptance and a healthy self-
identity.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
Page 4 of 261 
 
Declaration by Author  
This thesis is composed of my original work, and contains no material previously 
published or written by another person except where due reference has been made 
in the text. I have clearly stated the contribution by others to jointly-authored works 
that I have included in my thesis. 
I have clearly stated the contribution of others to my thesis as a whole, including 
statistical assistance, survey design, data analysis, significant technical procedures, 
professional editorial advice, financial support and any other original research work 
used or reported in my thesis. The content of my thesis is the result of work I have 
carried out since the commencement of my higher degree by research candidature 
and does not include a substantial part of work that has been submitted to qualify for 
the award of any other degree or diploma in any university or other tertiary institution. 
I have clearly stated which parts of my thesis, if any, have been submitted to qualify 
for another award. 
I acknowledge that an electronic copy of my thesis must be lodged with the 
University Library and, subject to the policy and procedures of The University of 
Queensland, the thesis be made available for research and study in accordance with 
the Copyright Act 1968 unless a period of embargo has been approved by the Dean 
of the Graduate School.  
I acknowledge that copyright of all material contained in my thesis resides with the 
copyright holder(s) of that material. Where appropriate I have obtained copyright 
permission from the copyright holder to reproduce material in this thesis and have 
sought permission from co-authors for any jointly authored works included in the 
thesis. 
 
  
 
 
  
Page 5 of 261 
 
Publications during Candidature 
No publications. 
Publications Included in this Thesis 
No publications. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
Page 6 of 261 
 
Contributions by Others to the Thesis  
No contributions by others. 
Statement of parts of the Thesis Submitted to Qualify for the Award of another 
Degree 
None. 
Research Involving Human or Animal Subjects  
This study received ethical approval through the University of Queensland Behaviour 
and Social Sciences Ethical Research Committee (2010001324). Over the course of 
the research, a further four amendments were obtained (Appendix 1).
  
Page 7 of 261 
 
Acknowledgments   
I would like to acknowledge the numerous people who were involved in supporting 
me through this journey. Firstly, I would like to share my sincere appreciation to my 
advisory team, Dr. Merrill Turpin, Dr. Jill Ashburner and Professor Jenny Ziviani. This 
thesis would not have been possible without your advice, inspiration, support and 
guidance. Merrill, I want to express my deepest gratitude to you for dedicating time 
to read through my work and to keep me moving forwards. I have learnt an incredible 
amount from working with you over the past seven years. You continue to inspire me 
and encourage me to think deeper and with clarity. Jill and Jenny, thank you for your 
patience in reading through endless drafts and for contributing your expertise and 
thoughts. I cannot express my gratitude enough. Thank you to Professor Sylvia 
Rodger, who supported me when I first expressed interest in completing further 
study in Autism, all those years ago. Thank you for your advice during my 
candidature. Your knowledge in the field of Autism Spectrum Conditions (ASC) is 
extensive and your drive to create practical changes to people’s lives is inspiring. 
I wish to thank everyone involved in the Autism Queensland (AQ) social groups and 
the Studio G Post-School Transition Program, particularly Dr. Michael Whelan and 
David McCartney. Thank you for the conversations, advice and opportunities. I would 
also like to thank Sharon Whip, who I met at APAC (Asia Pacific Autism Conference) 
in 2015. Thank you for the opportunity to be involved in the mentoring group. This 
was an invaluable experience in my journey.    
A very big thank you goes to Jennene Goodall. Jennene, you are an amazing 
woman, leader, friend and advocate. Thank you for the endless opportunities you 
have offered. You are a constant source of inspiration and encouragement.  
Thank you to everyone at the University of Queensland, Life Skills Clinic.  In 
particular, Teresa Quinlan, Maree Maloney and Anne Geddes – thank you for all the 
laughs and support over the years. You are an amazing and unique group of people 
to work with. Thank you for guiding and motivating me. I would also like to thank 
Assoc/Prof. Jodie Copley. Thank you for modelling how to be an inspiring teacher 
and for encouraging me to extend my thinking and perspective. And a big thank you 
Anne-Maree Caine who is always there to listen and offer support.  
  
Page 8 of 261 
 
I would also like to recognise the amazing group of Swing Dancers. Thank you, 
Greta and Micah, for being so supportive over the last few years. You really 
understood the challenges of balancing postgraduate work with other commitments.  
To all my ‘Blue Jays’, Blues dancers – Steve, Claire, Jenny, Bruce, Yani, and 
Roman. Thank you for your support, understanding and thoughtful conversations. I 
look forward to continuing to learn and be inspired by you all.    
I want to say a big thank you to my partner, Kameron. Over the last few years, you 
have provided endless support with a listening ear and much-needed coffee and 
chocolate. Thank you for supporting me through some of the most challenging 
moments I have experienced yet. You have taught me about life’s priorities. Most 
importantly, thank you for believing in me and being my biggest cheerleader.         
And lastly, but definitely not least, to my family - My Mum (Tanya), Dad (Patrick), 
Cara, Sean, Stephen, Jenny, Maggie, and my Grandma and Pop. Thank you for your 
infinite emotional and financial support, encouragement, and patience. I would not 
have been able to pursue this dream without your support, thank you.   
 
 
 
 
 
 
 
 
 
 
 
 
  
Page 9 of 261 
 
Financial support 
No financial support was provided to fund this research.
  
Page 10 of 261 
 
Keywords  
Autism spectrum conditions, autism spectrum disorder, autism, post-school 
transitioning, life course perspective, life trajectory, life transitions and life roles, 
focused ethnography  
 
Australian and New Zealand Standard Research Classifications (ANZSRC)  
ANZSRC code: 111714, Mental Health, 60% 
ANZSRC code: 110321, Rehabilitation and Therapy (excl. Physiotherapy), 20% 
ANZSRC code: 130312, Special Education and Disability, 20%  
 
Fields of Research (FoR) Classification  
FoR code: 1117, Public Health and Health Services, 60% 
FoR code: 1103, Clinical Sciences, 20% 
FoR code: 1303, Specialist Studies in Education, 20% 
  
 
 
 
 
  
Page 11 of 261 
 
Dedication  
“I’ve listened enough. It’s time for me to speak, however it may sound. Through an 
electronic device, my hands, or my mouth. Now it’s your time to listen. Are you 
ready?” 
(Katz, 2012, para 2) 
A sincere thank you to all the people who contributed to this project.   
To the professionals who spoke about their experiences working with people on the 
Autism spectrum – Thank you for your honest opinions and for inviting me into your 
workplaces.  
To the caregivers who opened up your hearts and minds to share your stories - 
Thank you for sharing, with honest emotions, your Autism journeys and describing 
your most challenging days and your best days that you celebrate.    
To the many autistic people and Autism advocates that I met over the course of the 
research - I have learnt an endless amount from you all. Thank you for contributing 
to this project and for allowing me to share your stories, experiences and opinions. 
During the social groups, I felt so welcomed into the groups and accepted. I will 
never forget our conversations around the food court and computer games. Overall, I 
feel transformed by meeting you all. 
To everyone in the Autism community - Your voices matter, they are powerful and 
they are important. Speak up and speak loudly and let your voices be heard. 
 
 
  
Page 12 of 261 
 
Table of Contents  
Abstract ...................................................................................................................... 1 
Declaration by Author ................................................................................................. 4 
Publications during Candidature ................................................................................ 5 
Publications Included in this Thesis............................................................................ 5 
Contributions by Others to the Thesis ........................................................................ 6 
Statement of parts of the Thesis Submitted to Qualify for the Award of another 
Degree ....................................................................................................................... 6 
Research Involving Human or Animal Subjects ......................................................... 6 
Acknowledgments ...................................................................................................... 7 
Financial support ........................................................................................................ 9 
Keywords ................................................................................................................. 10 
Australian and New Zealand Standard Research Classifications (ANZSRC) ........... 10 
Fields of Research (FoR) Classification ................................................................... 10 
Dedication ................................................................................................................ 11 
Table of Contents ..................................................................................................... 12 
List of Figures & Tables ............................................................................................ 17 
List of Abbreviations used in the Thesis ................................................................... 19 
Sarah’s Story ............................................................................................................ 21 
Researcher Stance ............................................................................................... 22 
Overview of Thesis ................................................................................................... 24 
Use of Language ................................................................................................... 25 
My Journey relating to Language....................................................................... 28 
Overview of Thesis Chapters ................................................................................ 31 
 
CHAPTER 1 
THE LIFE COURSE PERSPECTIVE ....................................................................... 35 
Life Course Theory ................................................................................................... 36 
Life Trajectories, Life Transitions and Role Transitions ............................................ 38 
Adolescence, an Important Life Transition ............................................................ 40 
Life Trajectories and Life Transitions for Disabled Young People ............................ 42 
Education and Legislation for Students with a Disability ....................................... 44 
  
Page 13 of 261 
 
Inclusive Classrooms: Reducing Stigma and Increasing Inclusion for Students with 
Disabilities ............................................................................................................. 45 
Barriers to the Transition from school for Individuals with a Disability ................... 47 
Factors that Support a Successful Transition from School ................................... 48 
Conclusion ............................................................................................................... 49 
 
CHAPTER 2 
THE AUTISM SPECTRUM ...................................................................................... 52 
Autism Spectrum Defined ......................................................................................... 54 
Diagnostic and Statistical Manual of Mental Disorders – Fifth Version ................. 54 
Alternative Classifications and Representations of Autism ................................... 56 
The Emergence of Neurodiversity ......................................................................... 58 
Experiences at School for Students on the Autism Spectrum .................................. 60 
Common Challenges Associated with the Transition from School for Autistic Young 
People ...................................................................................................................... 62 
Co-Occurring Conditions: Mental Illness ............................................................... 62 
Unemployment and Underemployment for Autistic Young People and Economic 
Consequences ...................................................................................................... 64 
Common Frameworks for and Approaches to Transitioning from School ................ 66 
A Person-Centred Approach ................................................................................. 67 
Career Preferences and Circumscribed Interests ................................................. 68 
Self-Determination and Self-Advocacy ................................................................. 69 
Paid Work Experience and Internships ................................................................. 70 
Supported Employment Programs ........................................................................ 72 
Employment Opportunities for Autistic Young People: Programs and Organisations 
in Australia ............................................................................................................... 73 
Employment Opportunities for Autistic Young People: International Initiatives ........ 76 
Limitations of Current Research and Practices ........................................................ 78 
Rationale for the Study: Aim and Significance of the Research Project ................... 79 
Aim and Research Questions ................................................................................... 81 
 
CHAPTER 3 
METHODOLOGY ..................................................................................................... 84 
Research Design ...................................................................................................... 85 
  
Page 14 of 261 
 
Classic and Focused Ethnography ........................................................................... 86 
Classic Ethnography: Focused Ethnography ........................................................ 87 
Conducting the Research ......................................................................................... 89 
Data Collection ...................................................................................................... 92 
Exploring the Shared Culture in Focused Ethnography Using Participant 
Observation ....................................................................................................... 93 
Participant Observations with Autistic Young People ........................................ 95 
Semi-structured Informant Interviews ................................................................ 99 
Data Analysis ......................................................................................................... 105 
Conclusion ............................................................................................................. 108 
 
CHAPTER 4 
RESULTS .............................................................................................................. 109 
SCHOOLING EXPERIENCES AND EXPECTATIONS: THE TRANSITION FROM 
SCHOOL ................................................................................................................ 110 
The Outcome of Different Schooling Options ...................................................... 111 
School Staff Experiences .................................................................................... 113 
Expectations of Life after School ............................................................................ 114 
Engagement in Adult Roles................................................................................. 114 
The Outcome of Work: What work does ............................................................. 117 
Disability Support Pension: The Stability that Paid Employment Lacks .............. 119 
Factors Influencing Life after School ...................................................................... 121 
Support for Employment ..................................................................................... 122 
Co-Occurring Conditions ..................................................................................... 125 
Supportive Factors .............................................................................................. 128 
Having Positive Family Supports ..................................................................... 128 
Learning to Self-Advocate: Just listen to me .................................................... 130 
Accessing the Right Supports at Schools ........................................................ 131 
Using Strengths and Passionate Interests: A Hobby versus a job, Is there a 
difference? ....................................................................................................... 135 
Mentoring ......................................................................................................... 137 
Self-Employment: I am my own boss ............................................................... 139 
Autism Awareness and Acceptance in the Community .................................... 140 
 
  
Page 15 of 261 
 
CHAPTER 5 
THE OUTCOME OF GREATER UNDERSTANDING AND EMBRACING THE 
AUTISTIC CULTURE ............................................................................................. 141 
Ways that Autism is understood ............................................................................. 141 
Perspectives of Neurodiversity and Disability ..................................................... 142 
Finding a Cure for Autism ................................................................................... 143 
Seeking a Diagnosis ........................................................................................... 144 
The Challenges without a Diagnosis ................................................................... 145 
How the Diagnosis is presented .......................................................................... 146 
Difficulties Receiving an Accurate Diagnosis and the Consequences of a Diagnosis
 ............................................................................................................................ 147 
Reflections on my Clinical Experiences with Autistic Young Females ................ 147 
The Consequences of a Late Diagnosis ............................................................. 152 
Reactions to a Diagnosis .................................................................................... 152 
Embracing Autism ............................................................................................... 156 
Embracing the Autistic Culture ............................................................................ 158 
Social Acceptance: Reactions and Strategies ........................................................ 160 
Social Reactions ................................................................................................. 160 
Feeling Accepted ................................................................................................ 161 
Social Coping Strategies ..................................................................................... 162 
 
CHAPTER 6 
DISCUSSION ......................................................................................................... 167 
Principles of Life Course Theory and Transitioning from School for Autistic Young 
People .................................................................................................................... 168 
1. Life Span Development – “Thinking about my life after school before school 
even starts” ......................................................................................................... 169 
2. Agency – “Nobody listens to me. With support, I can contribute to decisions 
about my future” .................................................................................................. 172 
3. Time and Place – “Autism is a difference, not deficit” ..................................... 174 
4. Timing of Lives – “I just need a bit more time” ................................................ 177 
5. Linked Lives and Understanding – “My Autism offers me a culture. I need to 
have aspirations for my future and not let others limit my potential” ................... 179 
Implications for Clinical Practice and Recommendations ....................................... 180 
  
Page 16 of 261 
 
1. To adopt a life course perspective when addressing post-school transitioning for 
autistic young people .......................................................................................... 180 
2. To include the voices and perspectives of autistic young people in decisions 
made about their future ....................................................................................... 183 
3. To increase the awareness of Autism to foster inclusion and acceptance ...... 184 
4. To develop a separate diagnostic tool to assess and recognise females on the 
Autism spectrum ................................................................................................. 185 
5. To change funding options and the perception of hidden disability to increase 
access to services ............................................................................................... 186 
Limitations and Recommendations for Further Research ...................................... 189 
 
CHAPTER 7 
SUMMARY AND CONCLUSION ........................................................................... 191 
 
Sarah’s Story: A Different Trajectory ...................................................................... 192 
 
References ............................................................................................................. 194 
 
APPENDIX A ......................................................................................................... 238 
 Ethics Approval 
Interview Schedule for Young People 
Interview Schedule for Caregivers 
Questionnaire for Professionals 
 
APPENDIX B ......................................................................................................... 250 
 The DSM 5 Autism Criteria: Rewritten with Neurodiversity in Mind 
 
APPENDIX C ......................................................................................................... 253 
Overview of Informants  
  
  
Page 17 of 261 
 
List of Figures & Tables 
List of Figures 
Figure 3.1. iPad visual support offered to autistic young people during interviews. 
Figure 3.2. Timeline used during interviews with autistic young people. 
Figure 3.3. Occupation cards used with autistic young people during interviews to 
support discussion around the young person’s post-school preferences. 
Figure 3.4. An example of a memo. 
Figure 6.1. A life course approach to the transition from school for autistic young 
people. 
Figure 6.2. A Model of Preparing for Lifelong Happiness and Fulfilment 
Figure 6.3. Hidden disability symbol (Bryges, 2015) 
 
 
 
 
 
 
 
 
 
 
 
 
  
Page 18 of 261 
 
List of Tables 
Table 1 
Overview of Co-occurring Mental Health Conditions, Identified Roles and Gender for 
Autistic Young People 
 
Table 2 
Overview of Descriptions of Experiences and Roles Identified for Parents and 
Caregivers  
 
Table 3 
Overview of Professional Areas and Gender for Professionals Working with Autistic 
Young People 
 
Table 4 
Total number of Informants (includes all participant observations, discussions, 
interviews) 
 
Table 5 
Settings where Key Informant Interviews and Participant Observations were 
conducted. 
 
  
Page 19 of 261 
 
List of Abbreviations used in the Thesis  
ABS   Australian Bureau of Statistics 
AD/HD   Attention Deficit Hyperactivity Disorder  
APA   American Psychological Association 
APAC   Asia Pacific Autism Conference 
AS   Asperger’s Syndrome  
ASC   Autism Spectrum Condition  
ASD   Autism Spectrum Disorder 
ASPECT  Autism Spectrum Australia 
Aspie   Colloquial term for Asperger’s Syndrome 
AQ    Autism Queensland  
Autism CRC   Cooperative Research Centre for Living with Autism  
CAC   Covert Audio Coaching  
CI   Circumscribed Interests 
DADHC   Department of Ageing, Disability and Home Care   
DisCO   UN Convention on the Rights of Persons with Disabilities  
DSM   Diagnostic and Statistical Manual of Mental Disorders 
DSM-V  Diagnostic and Statistical Manual of Mental Disorders – Fifth 
   Edition  
EAP   Education Adjustment Program 
ESPA   Education and Services for People with Autism  
  
Page 20 of 261 
 
GAD   Generalised Anxiety Disorder  
IEP    Individual Education Plan  
ID   Intellectual Disability  
ISA   International Symbol of Access  
MAPS   Making Action Plans  
NAO    National Audit Office  
NAS    National Autistic Society  
NDIA    National Disability Insurance Agency 
NDIS   National Disability Insurance Scheme 
NT   Neurotypical 
OCD    Obsessive Compulsive Disorder    
ODD   Oppositional Defiant Disorder  
PACLA  Parenting Autistic Children with Love & Acceptance  
PDD-NOS  Pervasive Development Disorder – Not Otherwise Specified  
PTSD   Post Traumatic Stress Disorder  
SEP    Supported Employment Programs  
STEM   Science, Technology, Engineering and Maths 
TAFE    Technical and Further Education  
VET   Vocational Education and Training  
  
Page 21 of 261 
 
Sarah’s Story 
Meet Sarah. Sarah is 18 years old with a love of animals and the Japanese culture. 
She has recently graduated from high school and is keen to use her interests in 
animals to find a job. Sarah is concerned about finding a job and worries that people 
will discriminate against her as she has a diagnosis of Autism Spectrum Disorder 
(ASD).     
Sarah’s parents had a gut feeling that she was different from her siblings at a very 
early age. Throughout primary school, they were really worried about Sarah as she 
was displaying some challenging behaviours at home, like pacing up and down the 
hall way and becoming upset over what seemed like nothing as soon as she hopped 
into the car after school. Although Sarah attended assessments with various 
professionals, her parents were told that she was ‘sensitive’ and would ‘grow out of 
it’. And at school, Sarah’s teachers described her as ‘quirky’. Although she excelled 
academically, Sarah experienced frequent bullying. Sarah’s parents knew there was 
more to Sarah’s behaviour than just being ‘a bit quirky’. 
At 14 years of age, Sarah was admitted to the children’s hospital because she was 
engaging in self-harming behaviours. It wasn’t until Sarah displayed indications of 
depression and anxiety, that she was also diagnosed as being on the Autism 
spectrum. With this diagnosis, Sarah and her parents started to understand her 
behaviours and began to put strategies in place to help to form healthy friendships 
and to regulate her emotions. Sarah also started to find a sense of belonging within 
the Autism community and she started to piece together her self-identity.  
Now, Sarah is looking towards her future and, like most young adults, wants one day 
to move out of the family home and live independently. However, she engaged in 
very little transition planning while at school and is unsure about what to do now that 
she has lost the routine of school. She is also finding it difficult to make new friends. 
Sarah learnt to copy others to understand how to interact with people, but, after 
years of doing this, she feels her true identity has been buried. Using Google, she 
tried to find a service to help her with the struggles of adulthood, but she realised 
there are very few services that cater for young adults on the Autism spectrum. Her 
parents are worried about how Sarah is coping since finishing school. They don’t 
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believe she will be able to find suitable work and they decide that she should apply 
for the Disability Support Pension (DSP), as they believe it is her only option. Sarah 
is feeling a bit lost about adulthood and wishes there was someone to help her 
through this process.     
_________________________ 
While each autistic young person will have different interests and strengths, and will 
experience different challenges throughout their lives, Sarah’s story presents an 
overview of some of the common challenges autistic young people with no 
intellectual impairment may experience. These challenges include the outcome of a 
late diagnosis, co-occurring mental health conditions, bullying, worries about their 
future and the lack of adult Autism-specific services, possible discrimination in the 
workplace and pre-existing expectations of people living with a disability. This thesis 
discusses these challenges and, using a life course perspective, explores the 
transition from school for autistic young people.        
Researcher Stance  
As an occupational therapist I have worked with many people with experiences such 
as Sarah’s. My passion for exploring the transition from school for autistic young 
people using a life course perspective evolved from my experiences as a paediatric 
occupational therapist for over nine years. Before I started this research, I felt 
uncomfortable and conflicted in my approach as an occupational therapist when 
working with families and autistic young people during the transition from school. 
Although I was aware of the importance of considering Autism as a lifelong condition, 
this was not clearly reflected in my work as an occupational therapist. I was left 
thinking, “How do we prepare young people on the Autism spectrum for life after 
school?” and “Is there something I should be doing now, before they leave school to 
make this transition easier?” 
I have an early memory of when I was a new graduate occupational therapist 
working with a six-year-old boy diagnosed with ASD. This little boy loved dinosaurs 
and he dreamed of one day working in a museum, sharing his love of dinosaurs with 
others. One day, I was asked by his parents to predict his future, “Will he ever work? 
Will he move out of home? How will he ever make friends if he can’t stop talking 
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about dinosaurs?” At the time, I was unsure how to answer their questions and 
concerns. I felt incompetent as an occupational therapist and I was determined to 
explore this area further with mentors and more experienced occupational therapists. 
However, I soon realised that these were questions that most professionals 
struggled to discuss with parents. Experienced therapists said to me, “Well, if we had 
a magic ball that could tell us their future that would make it a lot easier”. This was 
the beginning of a journey to develop my understanding of transitioning from school 
for autistic young people.     
I first began to identify shared experiences among parents and caregivers who had 
just received an Autism diagnosis for their child. Following such a diagnosis, parents 
and caregivers seemed to grieve for their child’s future. The word Autism was scary 
for these parents; it was a word with many negative connotations and expectations. 
Each time a child was diagnosed with ASD, parents and caregivers would ask me 
the same question, “What does my child’s future look like with Autism?” Typically, 
parents and caregivers asked me if their child would live independently, gain 
employment or if they would one day experience a meaningful relationship. 
Overtime, I became more comfortable not being able to answer these questions. 
However, I became frustrated with the lack of available resources and services to 
support professionals, parents and caregivers and autistic young people during the 
transition from school. Most services appeared to focus on early intervention and 
school-based programs, which did not reflect a lifelong approach to working with 
autistic young people. There was a service gap, particularly in Australia, for autistic 
young people who were transitioning from school.   
I also noticed a lack of awareness and services for autistic young females. 
Throughout 2013 and 2014, I was working as an occupational therapist with many 
autistic young females. Each family said they were interested in developing their 
daughter’s social skills in a group setting, however there were limited services that 
offered this approach. In response to this interest, in January 2015, I developed an 
occupational therapy group program specifically for autistic young females. Using 
dance and music, this program aimed to develop friendship skills and emotional 
regulation in a group setting. After three years of delivering this program, there has 
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continued to be very few services that cater for the unique needs of autistic young 
females.  
Since starting this research, I have developed my understanding and confidence in 
how best to support autistic young people during the transition from school. I now 
appreciate that it involves more than just obtaining employment after school, and 
there are additional areas to be considered early in a child’s life to facilitate a 
successful transition from school. Drawing upon the experiences of autistic young 
people, parents and caregivers and professionals, I aimed for this thesis to identify 
recommendations for supporting autistic young people to experience a positive 
transition from school. 
Today, many of the children I started working with almost a decade ago are now 
thinking about their futures and transitioning from school. I often think back to the 
little boy who loved dinosaurs and I wonder if he ever achieved his dream of working 
in a museum. Hindsight is a wonderful thing. If I had the knowledge as a new 
graduate that I have now, maybe I could have intervened to help shape this little 
boy’s future. Although I cannot change the past, I can share with others the 
knowledge I have gained during this Higher Degree Research to support autistic 
young people to transition from school into meaningful and socially-valued adult 
roles. 
 
Overview of Thesis  
This thesis aimed to explore the transition from school for autistic young people 
using a life course perspective. Two research questions were identified. The first 
question posed was “What are the experiences and perceptions of autistic young 
people, their parents and caregivers and professionals of the transition from school 
for autistic young people? The second research question was, “What are the factors 
that help overcome obstacles for autistic young people during this transition?” Taking 
a life course perspective enabled me to understand the transition from school in the 
context of a person’s life up until that time and expectations (their own and those of 
others) of life after school.  
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To produce research that was meaningful and accurate, I sought to be informed by 
those with direct lived experiences of the topic. Using focused ethnography, I was 
able to observe people and listen honestly to their stories and experiences. I elicited 
strategies and approaches that my informants identified as supportive of autistic 
young people during the transition from school, as well as their stories of the 
challenges and hardships experienced during this transition. As Autism more 
commonly occurs in males, I found it challenging locating autistic females to share 
their experiences. Once locating autistic females, I soon realised that autistic 
females often encountered different experiences during the transition from school. 
Speaking to a wide range of people (males and females) ensured that I gathered 
varied perspectives on the topics covered in this thesis. However, I acknowledge that 
the perspective and experiences outlined in this thesis do not represent the views of 
all people regarding Autism. To ensure the confidentiality of the informants in this 
research, I have used two capital letters as designations when providing direct 
quotes from people I met. 
In this overview, I commence by discussing the issues relating to the language used 
in this thesis. I then describe my own experiences and personal reflections and 
discuss how my perspective and approaches were challenged throughout the 
research process, sparking a personal transformation as an occupational therapist 
working with families and autistic young people. Finally, I provide an overview of the 
thesis chapters. 
Use of Language 
“Word choice, labels and the like, whether written or spoken, become a challenge 
because it matters who is doing the representing, who is being represented, and with 
whom an exchange is occurring. Moreover, are people with disabilities involved in 
the writing or speaking activities?” 
(Dunn & Andrews, 2015, p. 260-261) 
The language used in this thesis to describe autistic young people was thoughtfully 
chosen to maintain a strengths-based and holistic approach. Apart from when 
referring to the diagnosis ASD and when people and literature used it, I use the term 
Autism Spectrum Condition (ASC), rather than Autism Spectrum Disorder (ASD), as 
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it has been reported that more autistic people prefer to use the term ASC as it is 
more strength-based and less stigmatising for autistic people (Baron-Cohen et al., 
2009; Booth, 2016). When using the word Autism, I acknowledge that it refers to 
much more than a medical condition or diagnosis and is frequently used to refer to a 
person’s identity and culture. 
In this thesis I use ‘person without Autism’ to describe a person who does not have 
an ASC. The term Neurotypical (NT) is often used in the Autism community and 
refers to a person “having a style of neurocognitive functioning that falls within the 
dominant societal standards of ‘normal’” (Walker, 2014a, para 30). There are some 
people who use the parody Neurotypical Spectrum Condition (NSC) (Zurcher, 2013) 
to describe people without an ASC. This parody is designed to encourage people to 
reflect on the importance of language and the impact on a person’s life when being 
categorised according to defined criteria informed by a deficit-lens. In this thesis, I 
spoke with people who use the term NT and those who prefer ‘person without 
Autism’ and have used the terms that they used when quoting them. When 
discussing my thoughts and reflections, I have chosen to use ‘person without 
Autism’. I use this term in preference to NT as it can imply there is a socially defined 
normal for people to achieve and includes all neurological differences, not just 
Autism. When reading this thesis, I encourage readers to challenge what they 
consider to be ‘normal’ and be aware of the trend in society to categorise people into 
‘normal’ and ‘abnormal’.  
There are two main perspectives in the Autism linguistic debate regarding whether to 
use person-first or identity-first language. Kenny et al. (2016, p. 442) stated, that 
debates “surrounding the language of autism are attributable, in part, to the very 
different ways that autism touches people’s lives”. For example, the variety of 
preferences for language may differ for autistic young people who “experience it 
personally” (Kenny et al., 2016, p. 442), caregivers with children on the Autism 
spectrum and professionals who might only meet autistic people at work or in the 
community. Dunn and Andrews (2015) proposed using “both identity-first and 
person-first terms flexibly or interchangeably” as this “acknowledges the roles and 
perspectives of both people with disabilities (insiders) and nondisabled people 
(outsiders)” (p. 261).  
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Person-first language aims to emphasise the person before the impairment and 
acknowledges that “one individual’s life with a given disability can differ markedly 
from that of another person with the same disability” (Dunn & Andrews, 2015, p. 
258). However, person-first language has also been noted to have an “attitudinal 
nuance” (Brown, 2011, para 8) that contributes to the negative perception of 
disability, thereby, placing an “emphasis on separating the person from the disability 
and deemphasizing disability perpetuat[ing] the notion that disability is undesirable 
and renders one less than human” (Andrews et al., 2013, p. 237). For example, the 
use of person-first language “stems from the idea that disability is something you 
should want to have separated from you, like a rotten tooth that needs to be pulled 
out” (Liebowitz, 2015, para 4), rather than viewing disability as an integral part of the 
person’s identity. Kenny et al. (2016) explained that the use of person-first language 
“that separates a person’s autism from their identity not only undermines the positive 
characteristics of autism but also perpetuates the notion that autism is an inherently 
‘wrong’ way of being” (p. 457).        
In contrast, when using identity-first language (i.e. ‘autistic person’), individuals 
“claim the disability as fact, as well as reframe it as a point of pride” (Dunn & 
Andrews, 2015, p. 256-266). Identity-first language is more often used in the United 
Kingdom, than in Australia or the United States (Doggett, 2016). As Dunn and 
Andrews (2015) explained, the perspective of using identity-first language aligns with 
the social model of disability, viewing “disability as a function of social and political 
experiences occurring within a world designed largely for nondisabled people” (p. 
259). Hence, the term ‘disabled people’ indicates that people are disabled by society. 
Identify-first language is “linked to disability culture, which promotes connection, 
camaraderie, and shared purpose among the diverse range of people with 
disabilities” (p. 259).   
Overall, language is important as it can empower individuals (Andrews et al., 2013). 
Language can prevent disabled people from being “perceived to be victims, [which 
is] inevitably pejorative, creating the unsubstantiated impression that the disabled 
person is suffering” (p. 259). It has been claimed that identity-first language can 
empower autistic young people and that “autism-positive language promotes equality 
and acceptance” (Identity First Autistic, n.d., para 2). However, others may prefer to 
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use person-first language. Considering this debate, before using either person- or 
identity- first language, it is important to always use the person’s name and ask for 
their preference. 
I have chosen to use identity-first language in this thesis, as it reflects both 
individuals' self-referencing on social media websites (Facebook and blogs) and the 
preferences gleaned through my discussions with autistic young people and many of 
their caregivers and family members. As the experience of females was a core 
finding of the thesis, separation of males and females has been maintained. 
Informants identified as male and females which is consistent with how gender is 
commonly referred to in the literature. I have also chosen to use first-person in the 
writing of this thesis. Using first-person has enabled me to adopt the role of 
storyteller, in which I share the stories and lived experiences of autistic young 
people, parents and caregivers of the transition from school, as well as the 
perspectives and experiences of health professionals and teachers.  
My Journey relating to Language  
My decision to use identity-first language reflects the thoughts of those people I 
spoke with and self-referencing on social media and online blogs. For example, an 
online blogger and Autism advocate Brown (2011) said in her blog on identity-first 
language, “‘autistic’ is another marker of identity” and “Asking me, ‘So you have 
autism?’ will almost always produce a wince and a cringe. An identity is not 
something that I have. It is who I am” (para 11). Similarly, when talking with AJ, an 
autistic woman about the use of identity-first language in the Autism community, she 
said:  
Autistic self-advocates often choose to use identity-first (e.g., I am autistic) 
rather than person-first language (i.e. I am a person with Autism). This reflects 
the belief that Autism is fundamentally a neurological difference rather than a 
deficit and that autistic people are not broken non-autistic people.  
This also aligns with self-identification and the belief that “when disability becomes a 
label given and not claimed, it is very disempowering” (Hitselberger, 2013, para 5). 
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I have not always had this perspective of using identity-first language. As an 
occupational therapist (OT) working with children and their families, I was acutely 
aware of using person-first language. In my professional training, person-first 
language was encouraged as it was seen to emphasise the individual’s value and 
worth as a person before their diagnosis. When I first started working as an OT, I 
became upset when other people used language such as “autistic child” or “autistic 
person”. However, as I started discussing my research with people and listening to 
their stories and perspectives, I started to realise that autistic young people were 
more in favour of identity-first language than person-first language. Consequently, 
my perspective on the use of language then started to evolve.  
In 2015, I was fortunate to attend a week-long Autism-specific conference in 
Brisbane, at which I was involved in a mentoring group with 16 autistic young people.  
Throughout the week, I got to know these 16 young autistic people very well, through 
attending and discussing conference presentations at meal breaks. On the final day 
of the conference, I attended one of the presentations with four autistic young 
people. After the presentation, we were walking back for lunch when we started 
talking about the language that was being used by the presenters. YX, an 18-year-
old autistic female, said the important thing for people to remember is not to appear 
derogatory. She said, “I don’t mind if people say I am Aspie [person with an Asperger 
Syndrome diagnosis] or a person with Autism or an autistic person, as long as they 
are not being insulting”. Others involved in the conversation said they preferred 
identify-first language. For example, PF said, “I prefer someone to say I am an 
autistic person, because I am. I am proud to be autistic and it’s who I am. Without it, I 
wouldn’t be me”. This was consistent with other conversations I had throughout the 
years of discussing this topic with people. YZ, a parent of a 19-year-old daughter 
with a diagnosis of ASD said, “I say she is autistic because that is who she is. 
Actually, she is both, she is a person with Autism and she is an autistic person”.   
However, there were other parents and caregivers who preferred using person-first 
language. MN was a parent of a 16-year-old-daughter on the Autism spectrum. MN 
said she prefers to use person-first language as she feels identity-first language 
creates separation between those with and without a diagnosis of Autism. She said, 
“I’ve spoken to a couple of people and they said that the identity-first language is a 
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bit of a fad at the moment and it’s only separating the autistic community from 
neurotypicals [people without a diagnosis of ASD]”. She went on to say, “I think the 
fight for identity-first language is rooted in hurt. People on the spectrum have been 
hurt so much in the past and they are now fighting, but it’s fighting against 
neurotypicals and segregating more”. MN felt that identity-first language may also 
result in young people on the Autism spectrum developing learned helplessness. 
She said: 
I do see my daughter as a person first and I don’t want her to think that she is 
special or needs anything different from other teenagers. Identity-first 
language might make her think she is needy or is special from other people 
and she is just like everyone else, just a bit different.  
MN said that her daughter is like many other teenagers, saying, “she is going 
through all the normal teenage stuff, of hating parents and everything. She is 
creative and enjoys sewing and art” (MN).  
Many professionals I spoke to agreed that they would use person-first language, 
such as a ‘person with Autism’, as they believed this valued the person before their 
diagnosis. For example, TP is a professional currently working with children on the 
Autism spectrum. When I asked about her preferences regarding person- or identity-
first language, she said “I would use a person with Autism, as someone not in that 
community and out of respect. I would want to say they are a person first and then 
they have Autism second”. Similarly, VL another professional who works with 
children and teenagers on the Autism spectrum said, “I know they do prefer autistic 
person. It depends on the person. If the population wanted to use autistic person, I 
would happily say autistic person. But as a professional, I don't feel like I could say 
autistic person to someone”. VL went on to say “Though, I guess you can’t cure 
Autism, it is part of who they are”.   
After discussing the topic of identity- and person-first language with a variety of 
people, I decided to use identity-first language in this thesis. This is because identity-
first language seemed, at this time, to be the dominant perspective for those with an 
ASD diagnosis. However, if somebody were to ask me my preference in describing 
an autistic young person, I would say, “use the person’s name”. 
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Overview of Thesis Chapters  
In this research, I aimed to explore the transition from school from a life course 
perspective. In this section, I outline how the chapters of this thesis are organised. 
CHAPTER 1 introduces life course theory and its five general principles, and 
describes how this approach highlights the significance of life transitions and life 
trajectories. I describe the normative transitions that most people experience (with a 
particular focus on adolescence) and the expected social roles that people typically 
transition into as they move into adulthood (i.e., worker). I then outline the challenges 
that people with disabilities experience as they exit the education system and 
transition into adulthood (Arnett, 2000).  
CHAPTER 2 defines ASC and explores the unique history of Autism. I discuss the 
neurodiversity movement, which encourages people to accept variation in human 
difference, rather than focus on ‘fixing’ anyone who does not conform to socially 
constructed norms. The school experiences of autistic young people are discussed 
using literature that demonstrates the effects of bullying and co-occurring mental 
health conditions. I then explore the current literature investigating the support 
factors and barriers to a successful transition and describe the existing legislation (in 
Australia and internationally) to support autistic young people to transition from 
school into meaningful adult roles, such as worker or tertiary student. I finish this 
chapter by outlining the two research questions addressed in this thesis. 
CHAPTER 3 outlines the research methodology, focused ethnography, which was 
chosen to gain more understanding of the transition from school from the perspective 
of those directly, either personally or professionally, involved in it. Focused 
ethnography was valuable for this study, because, through it, I was able to spend 
time with people, getting to know them and listening to their perspectives, informing 
my understanding of the issues and then being able to convey that through this 
thesis. Undertaking this process aligned with the principle of ‘Nothing About Us 
Without Us’. In that chapter, I discuss the three main groups of key informants 
included in this research: 1) autistic young people without intellectual impairment, 2) 
parents and caregivers, and 3) professionals who work with autistic young people. I 
explain the use of a range of methods, such as interviews, participant observations 
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and discussions, to help understand the meaning the members of these groups 
created from their experiences. I also describe how I used an iterative process, 
completing and being informed by constant comparisons between data collection 
and analysis, to ensure the information and interpretation was meaningful and 
accurate.  
CHAPTER 4 AND CHAPTER 5 are the two main results chapters.  
CHAPTER 4 includes the results entitled, ‘Schooling Experiences and Expectations: 
The Transition from School’. In that chapter I discuss the experiences of schooling, 
describing the perception of mainstream education from the perspective of autistic 
young people, parents and caregivers and school staff. Expectations of life after 
school for autistic young people is explored. Specifically, I outline the perceived 
benefits of working and informants’ different perceptions of government funding 
through the Disability Support Pension (DSP). The findings in relation to the co-
occurring mental health conditions experienced by autistic young people are 
presented as one of the main barriers to obtaining meaningful work or engaging in 
further study after school. Lastly, seven supportive factors to the transition from 
school for autistic young people are outlined.  
CHAPTER 5 is entitled ‘The Outcome of Greater Understanding and Embracing the 
Autistic Culture’. It includes ways that Autism is understood, in which I describe 
people’s perceptions and understanding of Autism and how an Autism diagnosis can 
provide understanding of differences. Then, the reactions and strategies to an ASD 
diagnosis are outlined, including descriptions of the social coping strategies used by 
Autistic people to feel accepted within the mainstream culture, particularly autistic 
females. 
In CHAPTER 6, the five life course principles are used to guide discussion of the 
findings of this study. I highlight the influence of early life experiences on the 
transition from school and the importance of the existing autistic culture in providing 
a sense of belonging and social acceptance and promoting a healthy self-identity. At 
the end of this chapter, I outline several clinical implications, including the need for a 
life course perspective on the transition from school, the importance of including 
autistic young people in their transition planning, increasing the awareness of the 
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autistic culture, developing a separate diagnostic tool for autistic females and 
changing the perception of hidden disabilities, such as Autism, to facilitate access to 
supports.  
CHAPTER 7 provides a summary of the research, outlining the research 
methodology, results and discussion. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
Page 34 of 261 
 
 
 
 
 
 
 
 
 
“Life is one big transition” 
(Willie Stargell) 
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CHAPTER 1 
THE LIFE COURSE PERSPECTIVE 
“How the past influences the present”  
(Burton-Jeangros, Cullati, Sacker & Blane, 2015, p. 2) 
The life course is a “not a straight path; it is a path with both continuities and twists 
and turns” (Hutchison, 2010, p. 9). Life course theory provides a framework for 
understanding life paths and explores how a range of factors such as “chronological 
age, relationships, common life transitions, and social change shape people’s lives 
from birth to death” (Hutchison, 2010, p. 9). A complexity of factors combines to 
influence any particular person’s life course. Following a description of life course 
theory, I explore three important and inter-related concepts that can be used to 
understand the life course. These are life trajectories, life transitions and social roles. 
At different times in their life course, individuals have general life trajectories or 
directions that are made up of various life transitions and involve the elements of 
both stability and change (Burton-Jeangros, Cullati, Sacker & Blane, 2015). These 
trajectories are influenced by the numerous social roles that people play at different 
times in their lives. These social roles help to organize lives and define identities. 
Typical roles may be economic (e.g., worker), educational (e.g., student), family-
related (e.g., parent, child and sibling), or directed toward society (e.g., volunteer). 
The undertaking of roles is influenced by many sociological factors such as 
socioeconomic status and life circumstances. After first broadly describing the 
concepts of transitions and roles, I then outline the particular transition from the role 
of secondary school student to roles that are usually expected in society at that time 
of life (such as worker or tertiary student).  
Lastly, I discuss the impact that being disabled can have on this important transition. 
Preconceived expectations of what disabled people can achieve can create 
challenges for some people regarding engaging in meaningful roles as adults. These 
expectations may come from society in general, be placed upon individuals by others 
in their social networks and include the expectations and aspirations of the 
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individuals themselves. These can negatively or positively impact on a person’s life 
course and alter people’s life trajectories and the roles they acquire.  
Life Course Theory  
Life course theory provides a framework for understanding individual lives in the 
social and historical context in which they occur. It attends to both individual and 
broader social and historical levels. At an individual level, life course theory or a life 
course perspective highlights how each stage in life, such as childhood, 
adolescence, and adulthood, can influence a person’s experiences later in life (Carr, 
2011). At a social and historical level, life course theory attends to the contextual 
circumstances surrounding an individual’s life.  
A person’s life may involve many transitions. Life course theory examines transitions 
into and out of roles over time, and these are influenced by a variety of factors 
including the historical context and social and geographical factors. Some roles, 
such as daughter and son, generally remain throughout the majority of a person’s 
life, while others, for example, student, worker and retiree, may be more typical at 
certain times of life. In the course of a day, people also engage in different roles at 
different times (e.g., people might undertake one role such as worker or student at 
one part if the day and mother or father at another). People may have certain roles in 
which are they are unable to engage due to restrictions, such as location, timing and 
cultural factors.  
Life course theory highlights the importance of social contexts across time 
(Braveman & Barclay, 2009). One of the pioneering authors of life course theory was 
sociologist Glen Elder Jr, who explored the impact of the Great Depression of the 
1930s on individuals and families (Elder, 1974; Hutchinson, 2011). According to 
Harrigan, Baldwin and Hutchinson (2013), social historians at that time were 
“particularly interested in retrieving the experiences of ordinary people, from their 
own vantage point, rather than telling the historical story from the vantage point of 
the wealthy and powerful persons” (p. 384). Elder (2007) stated that the life course of 
those adults who had lived through a depression and a World War would have been 
influenced by the social changes of the time. This concern regarding the impact of 
such major events on the life course of these adults resulted in the development of 
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life course theory, which prompted researchers to attend to individuals’ social 
pathways within specific contexts (Elder, 2007).   
Bengtson, Elder and Putney (2005) outlined five general principles that guide life 
course theory. The first of these is life span development, which refers to the 
understanding that development and aging are lifelong processes and that a 
person’s experiences early in their life can influence their life course. The second 
principle is agency, which refers to the concept that individuals construct their own 
life course as a result of choices and actions. This key principle acknowledges that 
people are the main decision-makers in their lives. However, these choices are 
influenced by the phases in people’s life course and the impact of fundamental 
geographical and historical factors. The third principle, time and place, recognises 
that individuals’ life courses are embedded in historical times and places. For 
example, major events such as war can significantly impact on a person’s wellbeing, 
experiences and perspectives. Key historical events that occur during an individual's 
life can provide opportunities or restrict choices, ultimately transforming the course of 
that life. The fourth principle, timing of lives, is the awareness that developmental 
events, life transitions and patterns vary over a person’s life, for example, this 
includes societal expectations of when a person will leave school and commence 
employment. Lastly, linked lives and understanding refers to the idea that people’s 
lives are interdependent with the lives of others and are influenced by social changes 
across settings.   
These five life course principles provide a framework for studying and understanding 
the importance of transitions, the timing of events and role changes in people’s lives, 
and how they are influenced by the broader social and historical context (Mortimer & 
Shanahan, 2004; Odom, Horner, Snell & Blacher, 2007). For example, the life 
course patterns or the 'expected' life courses for individuals have recently become 
more fluid (Bengtson, Elder & Putney, 2012) and there is a current sociological trend 
for young people to make a more gradual transition to independent living, with more 
young people living at home and being financially dependent on their parents 
(Erickson, 2016). 
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Life Trajectories, Life Transitions and Role Transitions  
The core assumption of life course theory is that people’s life courses are largely 
comprised of trajectories and transitions over their lifetime. Using the image of a 
trajectory, the path a moving object takes when propelled by specific forces; a life 
trajectory is a long-term life path or direction and is typically defined by age 
parameters and social expectations (Mitchell, 2003). A life path involves “sequences 
of roles and experiences [that are] made up of transitions, or changes in state or 
role” (Johnson, Crosnoe & Elder, 2003, p. 8). People’s life trajectories can fluctuate, 
being stable or unstable at various phases in their life course. They may experience 
changes in their life trajectories as their health alters, for example, declining as they 
get older or increasing as they start to recover from an illness (Burton-Jeangros, 
Cullati, Sacker & Blane, 2015). The forces that act upon the direction of individual life 
trajectories include the choices an individual makes, as well as social factors such as 
socioeconomic status, living circumstances (such as living in rural areas) and 
education (Reidpath, 2004). Social influences such as family, friends, co-workers, 
and education institutions can all have an impact on an individual's life trajectory 
(Burton-Jeangros, Cullati & Sacker, 2015). 
Life trajectories are shaped by various life transitions that occur at different times 
throughout individuals’ lives. There are two types of life transitions, 1) Normative 
transitions and 2) Non-normative transitions. Normative transitions are expected 
changes, both those experienced by most people (e.g., young children going to 
school) and those that are typical of people in a defined population (e.g., married 
couples becoming parents) (Furstenberg, 2005). According to Mitchell (2003), the 
typical timing of a transition is socially constructed and follows certain “normative 
social timetables” (p. 1052) and a person’s life trajectory can be altered as a result of 
the timing of these socially constructed life transitions. Non-normative transitions are 
changes that are unexpected. They can occur at the individual or family level (such 
as prolonged unemployment, serious illness, and family disruption) or at a broader 
level (such as war and natural disasters).   
Life transitions, whereby a person moves from one life phase to another, involve role 
transitions (changes in social roles) (Burton-Jeangros, Cullati, Sacker & Blane, 2015; 
Langenkamp, 2011). Earlier in life, children might transition into the role of pre-
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school student; while roles such as worker typically follow other roles such as school 
or tertiary student, and retiree or pensioner usually begin later in life. Roles such as 
sibling, spouse, worker, homemaker and parent might be undertaken by some 
individuals and not others. Across the life course, people acquire new social roles 
and relinquish others, with many social roles being held simultaneously. For 
example, people often engage in the roles of tertiary student and worker 
simultaneously. People generally transition in the course of a day between social 
roles held simultaneously. For example, they might usually engage in their role of 
worker during the day and parent or caregiver in the afternoon or evening. When 
undertaking the major role changes that occur during life transitions, some 
individuals face multiple barriers and challenges. According to Meleis (2010), during 
these life transitions, individuals can experience a loss of supports and networks and 
may need to develop new skills to move into these new life roles successfully. 
During life transitions, roles are acquired and relinquished. Role acquisition has two 
main aspects (Herrmann & Jahnke, 2012): role taking and role making. Role taking 
emphasises the social expectations associated with roles, whereby the specifics of 
the role that a person is to take is specified. That is, in taking on a role, people will 
conform to the socially constructed expectations of that role, such as the expectation 
of a student to learn. The concept of role taking can be clearly understood when 
thinking about one of the most famous quotes by Shakespeare (In ‘As You Like It’). 
Shakespeare (trans, 2014, 2.7.127-176) used the metaphor of a stage to describe 
the concept of role taking, writing, “All the world's a stage, and all the men and 
women merely players”, where our society would be the stage that determines the 
role, with each individual being a social actor performing their roles (Dandaneau, 
2007). In contrast, role making refers to how people ‘act’ a role. For example, an 
individual may create and modify a role based on their attitudes and interpretation 
(Herrmann & Jahnke, 2012). Role-making incorporates an aspect of negotiation. For 
example, two individuals may play the same role in very different ways, influenced by 
personality and personal characteristics and skill level.  
Role taking emphasises the social expectations of roles. Roles have particular social 
expectations (Scott & Marshall, 2009), responsibilities and behaviours that are 
socially valued (Christiansen, Baum & Bass, 2015), and generally expected timings 
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in life. For example, in Australia, it is expected that people will graduate from high 
school at 17 or 18 years and transition into either work or further study. Expectations 
of what is considered ideal within these roles are defined by the group or community 
(Herrmann & Jahnke, 2012). Contexts where people typically engage in social roles 
include home, school, community and the workplace.  
Adolescence, an Important Life Transition  
One example of an important normative life transition is adolescence, signifying the 
major change from childhood to adulthood and marking the beginning of a new life 
trajectory. It is a prolonged period of transition, which typically beings at the age of 
10 and continues until about 19 years of age (United Nations Children’s Fund 
UNICEF, 2002). Adolescence is one of the “most complex transitions of life, its 
breathtaking pace of growth and change second only to that of infancy” (United 
Nations Children’s Fund UNICEF, 2002, p. 2). Shattuck, Wagner, Narendorf, 
Sterzing and Hensley (2011) emphasised its importance by stating, “a positive 
transition [from adolescence] creates a solid foundation for an adaptive adult life 
course” (p. 141). During this time, children start to mature physically, emotionally and 
socially and start to develop the ability to think more abstractly with a focus on their 
future (United Nations Children’s Fund UNICEF, 2002). However, to understand this 
important life stage of adolescence, Johnson, Crosnow and Elder (2011) suggested 
that a life course perspective be utilised. For example, consistent with a life course 
perspective, the authors argued that adolescence should not be considered in 
isolation from other life stages.  
Adolescents living in Western cultures typically experience two major transitions, the 
transition from primary to high school and then the transition from school into adult 
roles (Tanti, Stukas, Halloran & Foddy, 2011). During these transitions, adolescents 
start to acquire the knowledge, skills and qualifications that will prepare them to 
undertake roles as adults. For people leaving school, the transition into roles such as 
worker or tertiary student can have a positive impact on their self-identity and will 
shape their life courses and life trajectories. The attainment of adult roles has been 
found to play a key role in financial and personal autonomy (Cullati, Courvoisier & 
Burton-Jeangros, 2014).  
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An important aspect of adolescence is identity formation (Meeus, Van De Schoot, 
Keijsers, Schwartz & Branje, 2010). Self-identity refers to the meanings that 
individuals attach to the roles in which they engage within society (Stryker & Burke, 
2000). Erikson (1968), a widely known and influential theorist in this area, shaped 
how society perceives adolescence. He proposed an approach to identity formation 
based on psychosocial development throughout the life-span. Erikson claimed that a 
person’s identity formation continues into adulthood, with various stages of crisis 
contributing to the formation of a well-constructed adult identity. Explaining Erikson’s 
theory, Hamman and Hendricks (2005) highlighted that, although a person’s identity 
formation starts in childhood, it is most noticeable during adolescence. During this 
time, adolescents become more autonomous from their parents in forming their own 
values, beliefs and opinions.  
Self-identity is influenced by two forms of identity, 1) personal identity and 2) social 
identity (Stryker & Burke, 2000). Personal identity refers to how individuals view 
themselves, using attributes such as ‘smart’ or ‘outgoing’. Social identity describes 
individuals in relation to the characteristics of the groups to which they belong (e.g., 
specific occupational groups or racial groups) (Jackson & Hogg, 2010). The 
formation of individual identity is reliant on interactions with others and is socially and 
culturally influenced (Forber-Pratt & Zape, 2017).  
Identity formation is influenced by past experiences and some people may 
experience challenges forming an adult identity due to adverse experiences. One 
way of supporting a person to obtain a healthy self-identity is through the attainment 
of and engagement in meaningful roles within social contexts (Kielhofner, 2002). A 
healthy identity or sense of self supports a person to experience self-confidence and 
a greater ability to identify strengths and challenges (Forber-Pratt & Zape, 2017).  
Traditionally, social markers of adulthood, the life stage into which adolescents are 
transitioning, includes the “Big five”:1) graduating from school, including tertiary 
studies, 2) obtaining employment, 3) living independently from parents, 4) marriage 
and 5) becoming a parent (Settersten, Ottusch & Schneider, 2015). Today however, 
due to changing social expectations, the stages within a person’s life course that 
indicate markers of adulthood are varied and there is now more acceptance of a 
“spectrum of pathways into adulthood” (Settersten, Ottusch & Schneider, 2015, p. 2). 
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Young adulthood is now considered a time for exploration of self, when young 
people are thinking about their future with endless possibilities (McLoyd, Purtell & 
Hardaway, 2015). Today, young people are transitioning into the parent role at a 
later age and post-secondary education and training and employment have become 
more significant in young people’s life trajectories (Macmillan, 2007; Settersten, 
Ottusch & Schneider, 2015). 
Arnett (2000) argued that, due to current changes in society, a new life stage called 
Emerging Adulthood is required. This stage denotes the important life transition from 
later adolescence to young adulthood, centring on the late teenage years to the early 
twenties. This new term was created to reflect the economic and structural changes 
and changes in societal expectations of the modern world and recognises that there 
are various paths individuals can take as they move from childhood into adulthood 
(Arnett, 2000). For example, today, more young adults are continuing to live at 
home. In Australia, fifty per cent of young people in their twenties and one-in-twelve 
in their thirties are still living in the family home (Bath, Koch, Conway, Conway & 
McCrindle, 2014). 
Arnett (2006) identified the following five markers of emerging adulthood: 1) identity 
exploration, whereby young people identify who they are and what they want to 
achieve in life, with a focus on love and work; 2) instability, which often occurs in 
emerging adults’ lives as they are exploring different pathways and options related to 
work, study and relationships; 3) feeling in-between, that is, between adolescence 
and adulthood, when they start accepting responsibilities and acquiring financial 
autonomy; 4) self-focused age, which refers to emerging adults starting to make 
more decisions for themselves, rather than relying on caregivers; and 5) age of 
possibilities, referring to the various directions that people can take their future.  
Life Trajectories and Life Transitions for Disabled Young People  
The time of adolescence is often problematic for disabled young people. Life 
trajectories may differ for disabled young people or people with chronic illnesses. 
Disabled young people may relinquish roles as they leave the structure of secondary 
school and find it challenging to acquire new roles typical of this transition such as 
worker, trainee or tertiary education student. Disabled young people may continue to 
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be dependent on their parents well into adulthood and experience challenges gaining 
work, lack independence with life skills and have reduced family support (Noel, 
Oulvey, Drake & Bond, 2017).  
In addition to providing income, employment also provides social support, identity, 
social contacts and a meaningful way of occupying time (Evertsson, 2012; Perkins & 
Rinaldi, 2002; Rosenthal, Carroll-Scott, Earnshaw, Santilli & Ickovics, 2012). As 
Secker, Grove and Seebohm (2006) stated, work is a means of “keeping us going” 
(p. 8). Research has shown that, disabled people experience many barriers 
transitioning into work or further study or training (Gill, 2008; Shier, Graham & Jones, 
2009). Barriers include possible discrimination, reluctance from employers to make 
workplace accommodations, and environmental and psychological barriers (Ali, 
Schur & Blanck, 2011; Martz, Schiro-Geist, Broadbent & Crandall, 2010). Despite 
being motivated to work, research has found that they are less likely than people 
without disabilities to actively look for work (Ali, Schur & Blanck, 2011). As Habibis 
(2014) stated, “despite the willingness of many people with a disability to enter the 
paid workforce, for example, their levels of employment are 53 per cent compared 
with 81 per cent for people with no disability” (p. 269).  
Although there is more recent research emerging regarding the transition from 
school for people with disabilities, very little uses a life course perspective. The 
processes involved in educating and facilitating learning and school participation of 
individuals with a disability are poorly understood (Barnard, Prior & Potter, 2000). 
Many transition from school programs do not consider a person’s life-span or the 
important roles they will play throughout their lives (Šverko, 2006; Wright & 
Sugarman, 2009).  
The life course for disabled people typically differs from that of people without 
disabilities. An altered life trajectory often commences early, for example, they often 
have challenges related to engaging in the student role at school (Dilling, 2016) and 
may require individualised accommodations to enable them to succeed in this role. 
These early experiences can shape the overall life path for that child or young 
person and how successfully he or she is likely to transition into adult roles 
(Shattuck, Wagner, Narendorf, Sterzing & Hensley, 2011).  
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Education and Legislation for Students with a Disability  
When taking a life course perspective, it is important to consider the historical time in 
which people are living. Therefore, understanding the current educational context is 
important. In Australia, the Disability Standards for Education 2005 is the main 
national policy pertaining to education. Created under the Disability Discrimination 
Act 1992 (a law to ensure people with disabilities are not discriminated against) 
(Byrnes, 2009; Commonwealth of Australia, 1992), this policy outlines the 
responsibilities of all education and training providers who contribute services and 
care to students living with disabilities, to ensure they are able to access and 
participate in education equal to their peers without disability (Australian 
Government: Department of Education, Employment and Workplace Relations, 
2011). This policy was reviewed in 2010 to include more practical approaches that 
address the quality of education for students with disabilities (Australian Federation 
of Disability Organisations, 2013). These changes included raising awareness and 
understanding of disability and ensuring equal participation and access for all 
people. The updated policy also proposed more consistency in how schools use and 
format an Education Adjustment Program (EAP) for students with disabilities. 
In Queensland, one way of ensuring equal opportunities for students with disabilities 
is for schools to complete an EAP. The EAP acknowledges the educational 
preferences of the students and outlines necessary modifications to curriculum to 
ensure they successfully engage in school life (Department of Education, Training, 
and Employment, 2011). There are three main steps involved in the EAP process, 1) 
verification (confirms that the student has a recognised disability and outlines the 
main restrictions to his or her successful participation), 2) EAP profile (reports the 
adjustments made for the student), and 3) validation (schools must provide evidence 
of curriculum adjustments) (Department of Education and Training, 2011). Once 
approved, the EAP validation provides funding to children who meet the criteria of 
having a recognised disability.  
As part of EAP process, students with a recognised disability may also have an 
Individual Education Plan (IEP). The IEP is a written statement for each child with a 
disability that is developed, reviewed and revised twice yearly (Individuals with 
Disabilities Education Act, 1997, Amendment). An IEP is not mandatory and is only 
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required for students with disabilities who participated an individualised early 
childhood development program (pre-prep), however, this does not exclude students 
who did not receive any early childhood program (Department of Education and 
Training, 2011). Many schools will choose to develop an IEP for students with 
recognised disabilities, as it provides a useful framework for identifying the ongoing 
needs of the student and develop goals, key learning areas and strategies to support 
the student whilst at school. An IEP also includes sections specifying that team 
members outline specific transition goals and modifications to the curriculum to 
assist the young person to prepare for post-school life.  
Inclusive Classrooms: Reducing Stigma and Increasing Inclusion for Students with 
Disabilities 
A person’s experiences of school can influence their life trajectory. Experiences such 
as bullying, discrimination or exclusion can have long-term effects on a person’s 
mental health. Research has indicated that school staff and general school policies 
can directly influence the experiences of students with disabilities. For example, 
schools that encourage an inclusive learning environment from all students and staff 
can lead to more positive experiences for students with disabilities (Milsom, 2006).  
Over time, the principle of inclusive education for students with disabilities has 
evolved to match current sociocultural trends (Forlin, Chambers, Loreman, Deppeler 
& Sharma, 2013). For many years, students with disabilities were segregated and 
attended Special Schools. More recently, educational policy has shifted to inclusive 
models, which conceptualise inclusion in two dimensions - reducing barriers and 
providing opportunities that enable students with disabilities to participate within 
mainstream schools (Mac Ruairc, Ottesen & Precey, 2013). Inclusion means that 
every child in a classroom participates in the curriculum. This may require 
introducing alternatives or modifications to the workload, but disabled children 
participate with their peers in the classroom. Inclusive classrooms have been found 
to increase student engagement, which relates to greater educational outcomes for 
students (Vallee, 2017).  
There continues to be debate, however, regarding the effectiveness and 
interpretation of inclusive education (Forlin, Chambers, Loreman, Deppeler & 
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Sharma, 2013). Historically, when separate schools were created for children with 
disabilities, these schools typically focused on vocational training. Similarly, at this 
time, schools were racially segregated and it was not until the 1950’s that this 
structure was removed due to the inequality and racism (Baglieri & Shapiro, 2017). 
Inclusive education was formed in response to several polices and movements 
including the global Education for All movement (Slee, 2011), led by the United 
Nations Educational, Scientific and Cultural Organisation (UNESCO) (Forlin, 
Chambers, Loreman, Deppeler & Sharma, 2013).  
The Education for All movement was commenced in 1990 in response to the need to 
ensure quality education was provided to all children, teenagers and adults (Bhatta, 
2011). This movement claimed that all children are unique with different learning 
needs and each child should be able to participate within the classroom. It aimed to 
reduce discrimination and increase inclusion within classrooms (Forlin, Chambers, 
Loreman, Deppeler & Sharma, 2013). In Australia, inclusion within schools was also 
influenced by the introduction of the Disability Discrimination Act (Commonwealth of 
Australia, 1992), which emphasised the importance for all students with disabilities to 
have access to quality education (Berlach & Chambers, 2011). The Disability 
Standards for Education 2005 (Australian Government, 2005) was used to assist 
classroom teachers to support students with disabilities (Berlach & Chambers, 
2011). 
Today, more countries are adopting inclusive classroom environments, where 
students with disabilities are spending more time within mainstream classrooms. Due 
to the diversity of some classrooms, more teachers are collaborating with other 
professions, such as special educators, to meet the learning needs of all students. 
This has meant that both classroom teachers’ and special educator’s roles have 
evolved, as more children with disabilities are participating in mainstream 
classrooms (Ferguson, 2008). Teachers also feel pressure for all their students to 
meet academic standards as there is a greater demand to demonstrate high 
academic outcomes (Forlin, Chambers, Loreman, Deppeler & Sharma, 2013). 
Professional development and consultation with disability specialists has been found 
to improve how teachers support students with disabilities in their classrooms 
(Stephenson, Carter & Arthur-Kelly, 2011)  
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Barriers to the Transition from school for Individuals with a Disability 
When considering the role of disability, Tisdall (2001) argued that, regardless of 
policies and legislative initiatives, barriers to successful life transitions for disabled 
people remain. Wells, Hogan and Sandefur (2003) outlined the impact of disability on 
role configurations in the post-high school years. They proposed that a person’s level 
of disability influences the transition to adulthood more than ethnicity or family 
structures. Mortimer and Shanahan (2004) gave a competing argument, stating that 
level of disability only impacts on an individual’s role transitioning when social 
institutions such as education and employment use it as a criterion for exclusion. 
Social role expectations for disabled young people may also influence their overall 
life trajectory and limited engagement in adult roles, in that, often, they are expected 
to be less able to perform roles than others (Lindsay, McDougall, Menna-Dack, 
Sanford & Adams, 2015). Since a significant adult role is employment, limited or 
restricted engagement in this role can have negative outcomes. Disabled young 
people are more likely to experience challenges obtaining work and encounter long-
term unemployment (i.e., more than six months out of work). Consequently, they are 
more likely to participate in self-harming behaviours (such as suicide), and are less 
likely to commence employment or return to work (Chase & Wyatt, n.d; Shier, 
Graham & Jones, 2009).  
Disabled young people often experience exclusion and stigma within the workplace. 
Research has identified that discrimination in the workplace is one of most noted 
barriers for disabled people (Lindsay, 2011; Shier, Graham & Jones, 2009). 
Furthermore, people with cognitive or psychiatric disabilities are typically considered 
less favourable within the workplace compared to people with physical disabilities 
(Dalgin & Bellini, 2008).  
Additional barriers include limited educational opportunities, school curriculum 
limitations (such as a lack of focus on independent and functional skills to assist with 
the transition from school) and reduced involvement from the disabled young person 
and family in relation to identifying transition goals (Moreno, 2015; Ryndak, Orlando, 
Storch, Denney & Huffman, 2011; Shah, 2005).  
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Overall, disabled young people may find the transition from school challenging and 
they may experience a delayed career development trajectory (Dipeolu, Storlie & 
Johnson, 2015). However, with appropriate supports, disabled young people are 
capable of transitioning from school. There are limited social expectations that exist 
for disabled young people to transition from school into work or further education. 
Factors that Support a Successful Transition from School 
The factors that facilitate a positive transition from school for all individuals apply to 
those with disabilities. According to Halpern (1993), the predictors of a successful 
transition into adulthood includes a stable family background, the quality and 
influence of the young person’s secondary program, the quality of transition services 
that are provided to young people and their families, opportunities to engage in the 
community and the readiness and motivation exhibited by the young person to 
transition into a post-school option. For youth with disabilities, Fabian (2007) added 
to this list of predictors, stating that paid employment experiences throughout 
secondary school are also an important predictor of post–high school success.  
The aim of education transition services and career counsellors is to empower 
disabled young people so they can successfully engage in adult roles. The quality of 
these education transition services is one determinant of the success of the 
transition and the nature of occupation or role that the individual enters once leaving 
school (Strnadová & Cumming, 2016). For example, Hatfield, Falkmer, Falkmer and 
Ciccarelli, (2017) investigated school transition plans for autistic young people and 
identified four themes to consider during transition planning to facilitate the transition 
from school. These include 1) Grasping the big picture to increase the autistic young 
person’s motivation, 2) Addressing the invisible nature of Autism and ensuring 
supports were identified, 3) Ensuring autistic young people have high aspirations to 
develop self-determination, and 4) Preparing for the transition to reduce anxiety. 
However, the area of career development for disabled people is poorly understood 
and rarely applied in schools and other services working with people with disabilities.  
Beveridge, Craddock, Liesener, Stapleton and Hershenson (2002) developed a 
framework to assist professionals such as rehabilitation counsellors when 
considering a lifespan approach to working with disabled people (the authors also 
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stated that this approach is relevant to ethnic and racial minority groups). This 
framework provides a six-step process for people to move through as they explore 
their personal career development. It also aims to ensure that disabled people are 
empowered through being an active member of the process. The framework uses 
the mnemonic INCOME as follows: 
Imagining involves the realisation that there are jobs and careers. While this 
process of imagining starts early, the family has the greatest influence where 
a child forms values and meaning around work. Disabled young people’s 
expectations about their future are shaped by the attitudes they have 
internalised. For example due to previous experiences, disabled young people 
may have developed a strong belief system that they cannot work. 
iNforming refers to people learning about what is required for particular 
careers and work. This includes identifying individuals’ own skills, 
characteristics and competencies and barriers to and supports required for 
work. The process entails experimenting with different types of jobs and 
through this people develop a “career self-image” (p.198). 
Choosing is where people decide on particular occupations that could lead to 
their preferred career path.  
Obtaining refers to gaining employment. The process of obtaining involves 
searching and applying for and gaining work. Accommodations and supports 
could be recommended and negotiated with the employer. 
Maintaining, where a person continues participating in the worker role and 
their self-efficacy is maintained by their understanding of their functional 
limitations. 
Exiting, where a person exits their work role. This may include retiring, getting 
fired, receiving a promotion or leaving to focus on other goals.  
Conclusion 
In this chapter, I explored life course theory or a life course perspective, which 
proposes that experiences earlier in life influence people’s experiences later in life 
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(Carr, 2011). I then discussed how the life trajectories or directions are shaped by life 
transitions and the process of relinquishing and acquiring roles. One important 
transition involves adolescents transitioning from school into adult roles, such as a 
worker role. I discussed how disabled young people may experience challenges that 
hamper the process of transitioning into adult roles. I argued that there remains 
limited research exploring the area of transitioning from school for disabled young 
people using a life course perspective.  
The following chapter centres on ASCs and the transition from school for autistic 
young people. First I explore how the diagnostic criteria and perception of ASD has 
changed over time and how this has transformed the way Autism is understood 
today. Then I discuss how early experiences such as experiences at school and 
home can influence an autistic young person’s life trajectory. Current literature 
investigating the support factors and barriers to a successful transition from school 
for autistic young people is also reviewed. 
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“Although some individuals with ASD are able to successfully transition, most are 
faced with significant obstacles in multiple areas as they attempt to negotiate their 
way into college, work, community participation, and independent living” 
(Hendricks & Wehman, 2009, p.77) 
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CHAPTER 2 
THE AUTISM SPECTRUM 
“Why do people call Autism a label? I don’t think that’s right. My label is Cadence. 
One of my ingredients is Autism” 
(I am Cadence, 2016, para 2) 
Autism is lifelong with characteristics ranging from mild to severe. Consequently, 
Autism is often referred to as a spectrum. In this chapter I explain the different ways 
the spectrum is referred to including as a disorder, a condition and as part of 
neurodiversity. When I first started this research project, there was abundance of 
research focusing on early intervention for children on the Autism spectrum and 
research with a focus on adults on the Autism spectrum was relatively limited 
(Chiang, Cheung, Li & Tsai, 2013; Howlin, Goode, Hutton & Rutter, 2004). However, 
today, more studies are exploring the post-school outcomes for autistic young 
people, particularly in the United States (Howlin & Magiati, 2017; Poon & Sidhu, 
2017; Roux, Rast, Anderson & Shattuck, 2017).  
As ASC is a lifelong condition, individuals on the Autism spectrum may continue to 
experience difficulties throughout their lifetime (Van Pelt, 2008). Autistic young 
people often have co-occurring mental health challenges, such as anxiety and 
depression (Järbrink & Knapp, 2001), as a result of feeling isolated and not accepted 
by their peers at school. A study by Järbrink and Knapp (2001) estimated that people 
on the Autism spectrum use inpatient psychiatric services four times more than the 
general population. These mental health challenges may impact on their 
engagement in adult roles, such as being a worker or trainee, and result in limited 
financial independence. Anecdotally, due to these difficulties, autistic young people 
typically experience an altered life trajectory that involves government subsidies 
such as the Disability Support Pension (DSP). In addition, some autistic young 
people may experience limited choices that will affect their life trajectory as a result 
of societal expectations. 
Understandings of the cause of ASC has evolved overtime, from blaming mothers to 
vaccines and genetics. There is now evidence to indicate a strong genetic aetiology 
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in many cases (Hall & Kelley, 2014). More recently, the term neurodiversity has 
emerged which refers to the natural diversity of neurological differences that exist in 
people. This neurodiversity movement created the development of an autistic 
culture, of which research and understanding is limited.    
The prevalence of ASC has increased in recent years (MacDermott, Williams, 
Ridley, Glasson & Wray, 2007). The largest studies on its prevalence have been 
completed by the Autism and Developmental Disabilities Monitoring (ADDM) 
Network in the United States, which reported approximately 1 in 88 children, met 
criteria for ASC in 2012 (Autism and Developmental Disabilities Monitoring, 2016). 
There has been an increase in the number of people identifying as autistic, which is 
believed to be largely due to changes in the diagnostic criteria, increased referral to 
specialist services and more awareness of the condition (Christensen et al., 2016; 
Fombonne, 2005). Questions remain about whether or not other factors have 
contributed to this increase. For example, increased prevalence has been associated 
with higher parental age (Lampi et al., 2013), and higher levels of pollution (Rzhetsky 
et al. 2014).  
More males are diagnosed as being on the Autism spectrum than females, with the 
prevalence estimated to be 4.5 males to 1 female (Christensen et al., 2016). 
However, physiological gender bias in neurodevelopmental disorders (like ASD) has 
also been reported (Jacquemont et al., 2014; Zeliadt, 2016). Recent research 
indicates that there may be more females who are un- or mis-diagnosed 
(Dworzynski, Ronald, Bolton & Happé, 2012; Haney, 2016; Hill, 2009). There are 
several theories as to why this delay and/ misdiagnosis occurs, including females 
use of camouflaging strategies to hide their differences or difficulties and diagnostic 
bias in ASD (Kothari, Skuse, Wakefield & Micali, 2013; Lai et al., 2016). 
In this chapter I discuss factors related to ASC. I explore how the diagnostic criteria 
and perception of ASC has changed over time, leading to the development of the 
neurodiversity movement. Identified support factors and challenges for autistic young 
people are described, including support at school and during the transition from 
school. Financial implications of the condition for both the autistic young person and 
the economy are also examined. Recent approaches which address the problem of 
limited post-school outcomes for autistic young people without intellectual 
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impairment are reviewed in terms of Australian and international frameworks and 
principles. And lastly, two aims of this research are outlined at the end of this 
chapter. However, I commence by providing a description of ASC and outline a 
history in relation to diagnosis and how people perceive and experience Autism 
today. 
Autism Spectrum Defined 
Individuals with a diagnosis of Autism present with a wide range of abilities and 
challenges, ranging from mild to severe. Individuals at the more severe end of the 
Autism spectrum may have little or no speech, while at the other end of the spectrum 
they may be highly verbal and yet still have difficulty using their language skills for 
social communication. Autistic people also present with rigidity and repetitive 
behaviours. Those with more severe Autism may present with cognitive delays and 
restricted behaviours, while others may have an extensive knowledge of a specific 
area of intense interest and have average to above average intelligence. Autistic 
people also present with challenges in imagination and pretend play that may make 
it difficult for them to make sense of their world (American Psychiatric Association, 
2013). Autism has been understood in a variety of different ways throughout history, 
initially being recognised as a form of childhood schizophrenia and, today, often 
being considered part of natural human variation.   
Diagnostic and Statistical Manual of Mental Disorders – Fifth Version 
The Diagnostic and Statistical Manual of Mental Disorders (DSM) outlines the 
diagnostic criteria for a range of mental health conditions. The Diagnostic and 
Statistical Manual of Mental Disorders – Fifth edition (DSM-V) uses the diagnostic 
category of ASD. In the DSM-V, ASD is diagnosed by two criteria: 1) social and 
communication impairments and 2) restricted, repetitive and stereotyped patterns of 
behaviour, interests, and activities. The DSM-V takes a dimensional approach to the 
classification of the Autism spectrum by using the following three severity ratings or 
functional levels for both domains to indicate the amount of support needed. Level 1 
Requiring Support refers to people who benefit from supports to address challenges 
with social communication, organisational skills and flexibility of thinking. People who 
are diagnosed with this level 1 typically speak in complex sentences but have 
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difficulties forming and maintaining friendships. Level 2 Requiring Substantial 
Support refers to people who have challenges with social communication skills, 
limited interactions with others, difficulties managing changes in routine and may use 
simple sentences when communicating. Level 3 Requiring Very Substantial Support 
includes people who have severe challenges with social communication skills and 
their difficulties have a significant impact on their everyday functioning. They may 
also have unintelligible speech and infrequently initiate interactions with others 
(American Psychiatric Association, 2013).  
The DSM-V departs from previous approaches to the classification of the Autism 
spectrum, which used a categorical approach, by taking a dimensional approach. For 
example, the DSM-IV used a categorical approach in which it adopted an umbrella 
term Pervasive Development Disorders with more specific sub-categories. These 
included Asperger’s Syndrome (AS), a milder form of Autism in which people do not 
have intellectual impairment (referred to with the vernacular term Aspie), Pervasive 
Developmental Disorder - Not Otherwise Specified (PDD-NOS) and Childhood 
Disintegrative Disorder. In contrast, the DSM-V presents ASD as a continuum with 
different levels of severity in each criterion (Frances, 2010). Wing, who pioneered the 
term AS, supported the dimensional approach saying, “I would like to throw all labels 
[categories] away today, including AS, and move towards the dimensional approach” 
(Feinstein, 2010, p. 204). She went on to say, “Labels don’t mean anything, because 
you can get such a wide variety of profiles – some people are brilliant at 
mathematics but get pleasure rocking back and forth twiddling their hands” (p. 204). 
Categorisation of the Autism spectrum in the Diagnostic and Statistical Manual of 
Mental Disorders (DSM) has changed remarkably since the first edition in 1952. The 
word Autism was first used in 1912, referred to an escape from reality (Holaday, 
2012) and applied to children. Over time, these children continued to be described 
as having childhood schizophrenia or psychoses. It wasn’t until 1943, that the term 
early infantile Autism was used by Leo Kanner to describe this same group of 
children - who preferred to be alone and had specific interests and a preference for 
routine (Wolff, 2004). Infantile Autism was considered a result of “refrigerator 
mothers” in the 1960’s (Muzikar, 2015, para 3), which, as Feinstein (2010) explained, 
were mothers who were “cold, aloof, intellectual, and obsessive individuals who 
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failed to demonstrate warmth and affection in their interactions with their child” (p. 
59). Feinstein (2010) stated that this opinion towards mothers with a child on the 
Autism spectrum created a negative perception and influence that has continued to 
persist. It wasn’t until the 1980’s that Autism was recognised as a neurological 
disability (Billawalla & Wolbring, 2014). Then in 1987, the DSM-IIIR removed a 
specific age of onset and omitted the word infantile (Holaday, 2012).  
Also, while AS was first recognised in 1944, it was not added to the DSM until 1994 
(Feinstein, 2010). In the DSM-V, those who had AS would now fall within the broader 
category of ASD severity level 1. There were concerns raised as to whether the 
changes to the DSM-V would create further stigmatization for those with AS. Jou 
(2015) explained:  
 Some families of individuals with Asperger’s [Syndrome] and those 
 diagnosed with Asperger’s opposed this change for fear that being a member 
 of the ‘Autism’ group would force them to live with a more stigmatized label 
 and subjugate them to further social and academic pressures. (para 1)    
Some people with an AS diagnosis have formed a distinct cultural group separate 
from those with an Autism diagnosis. This group is often referred to as an Aspie 
cultural group, where people value their AS diagnosis and state, “I don’t need 
treatment, just acceptance” (Vivanti et al., 2013, p. 261). Some have suggested that 
removing AS from the DSM-V would negatively impact on the self-identity and 
culture of those who define themselves as ‘Aspie’ (Bonvillian, 2010; Wing, Gould & 
Gillberg, 2011).  
Alternative Classifications and Representations of Autism 
Some Autism advocates have proposed alternative ways of classifying and 
describing ASD to that used in the various editions of the DSM. This particularly 
represents a reaction to the language used in relation to Autism, with words such as 
‘impairment’, ‘abnormality’ and ‘deficit’. Two alternate classifications were developed 
by well-known Autism advocates Purkis (2015a) and Attwood and Gray (1999).  
Purkis (2015a) rewrote the DSM-V criteria to provide positive descriptions of autistic 
people. For example, the current DSM-V states that the person must have, “social 
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communication impairments and restricted, repetitive patterns of behaviour”. 
However, Purkis (2015a) re-phrased it as, “Different ways of communicating and 
relating to others. This is part of the person’s basic make-up. It is not a deficit or a 
disability” (para 3). For the DSM-V description of “Restrictive, repetitive patterns of 
behaviour, interests or activities”, she wrote, “experts in a particular area, have a 
strong focus and determination. May have very strong interests on a topic and 
activities related to these interests may result in a great sense of joy and satisfaction” 
(para 5). During an interview with Purkis (2015) she spoke about her concerns with 
the way some parents may respond to reading the current DSM-V Autism criteria 
when their child is first diagnosed as autistic, “They read the criteria and think it’s 
devastating, rather than thinking my child is amazing”. Her rewritten DSM-V criteria 
for Autism maintains a strengths-based approach and encourages people to view 
Autism more as a difference than a deficit (See Appendix B for the full rewritten 
DSM-V criteria for Autism).  
Earlier, Attwood and Gray (1999) presented the “Manual of Discoveries about 
People (MDP I)”. This alternative aimed to identify autistic characteristics by 
strengths or skills rather than impairments. The purpose of this manual was to help 
people understand autistic attributes in a neutral way without categorising it as a 
deficit. For example, for the DSM-IV description of “encompassing preoccupation 
with one or more stereotyped and restricted patterns of interest that is abnormal 
either in intensity or focus”, Attwood and Gray (1999) described an “avid 
perseverance in gathering and cataloguing information on a topic of interest”. They 
also included descriptions of autistic people such as loyal, honest and a preference 
for detail.   
One representation of Autism that has generated substantial discussion is the logo of 
a puzzle piece. In 1963, prior to the official inclusion of Autism in the DSM-III, a logo 
portraying Autism as a puzzle piece was created. The intention of this logo was to 
illustrate that Autism is a ‘puzzling condition’ that can increase the stigmatisation of 
autistic people. This puzzle piece logo, which originally included a “weeping child as 
a reminder that autistic people suffer from their condition” (Muzikar, 2015, para 1), 
largely presents Autism as a tragedy from which people suffer and implies the need 
‘fix’ rather than accept and embrace Autism. 
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Recently, this puzzle piece logo been debated in online blogs and discussion boards 
(e.g., ‘Saved by Typing’, 2016). Generally, the puzzle piece logo is presented as 
deficit-focused and representing Autism as something that needs to be ‘cured’. This 
is illustrated in a message received from one Autism organization (‘Saved By 
Typing’, 2016), where an adult on the Autism spectrum discussed his or her 
perception of the puzzle piece: 
The [puzzle piece] is often used in degrading ways, like showing a puzzle 
 piece shaped hunk missing from someone’s head or brain. It also puts all the 
 burden on us by saying that we are the confusing, mysterious puzzles when 
 you folks are just as mysterious and confusing to us but we don’t blame you, 
 we just keep working to understand you and often feel we aren’t being met 
 half-way because when we are puzzles and you are normal, we are the ones 
 who are told to work harder (para 4). 
More recently, people have reinterpreted the puzzle piece through a more strength-
focused lens. For example, in response to a blog about whether to keep or discard 
the puzzle piece, one responder provided a different perspective, saying, “The 
puzzle piece is that component that defines each and every autistic person” and 
“rather than looking at the puzzle and seeing a piece that is missing, I would want to 
look at the piece as the piece that completes it” (Gravino, cited in Muzikar, 2015). 
The Emergence of Neurodiversity 
If a phenomenon is seen as a deficit, societies accepted response is generally to try 
to cure or minimise symptoms. The neurodiversity movement rejects this view and 
advocates for Autism to be understood as a difference within human diversity. 
Therefore, an autistic person should be included as part of society, rather than 
needing to be cured of the disorder (Jaarsma & Welin, 2012). 
An ASD fact sheet emphasised the importance of accepting ASD, saying, “The 
concept of neurodiversity was created by autistic individuals who believe that autism 
is not a disorder but a part of who they are and that curing them would be the same 
as killing them and replacing them with different people” (Synapse, n.d, para 1). A 
blogger called ‘Radical Neurodivergence Speaking’ (May, 2011) likened Autism to 
computer systems saying: 
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Since Autism is like an operating system, you cannot separate it from who I 
am and how I work. Once you install Linux on your Windows machine (unless 
you are dual booting), it's not a computer that happens to be experiencing 
Ubuntu (or whatever). It's a Linux computer. It works differently than a 
Windows computer or a Mac, for example. It's not broken, it's different… you 
can't just go and change someone's operating system. It doesn't work.  
Moving from a conception of Autism as a disorder that needs to be addressed to a 
difference that needs to be accepted raises the question of whose responsibility it is 
to accept and include Autism. On one hand, society could be held responsible and, 
on the other, both society and autistic people can be viewed as sharing 
responsibility. Those who view society as being fully responsible, propose that it 
needs to change and become more accepting and understanding of autistic people 
and their unique qualities and talents. Those who hold the more moderate position of 
a shared responsibility support the concept of neurodiversity while acknowledging 
the need to access therapies and support services. Accepting a shared responsibility 
aims to enable autistic people to achieve expected roles and live meaningful and 
happy lives in an accepting society.    
More recently Vermeulen (2017) goes beyond the term neurodiversity, which he 
believes highlights the differences between autistic people and others. He has 
suggested replacing the term neurodiversity with neuroharmony, which, he said, 
focuses on inclusion and addresses how best to support everyone’s happiness in 
society. Neuroharmony emphasises inclusion of all people and concentrates more 
“on what connects people with autism with the rest of the human species: the pursuit 
of happiness” (para 1).  
In addition, the term ASC is increasingly being used. While the term disorder views 
autistic characteristics as impairments and places a negative value on them, 
condition enables autistic characteristics to be considered as neutral or as strengths. 
Baron-Cohen et al. (2009) stated that the term condition maintains a strengths-based 
approach to working with autistic people. It has been seen to minimise stigma 
associated with the diagnosis (Moffitt, 2011) and also highlights the continuum of 
Autism (Wilkinson, 2011).  
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ASC does not make the assumption that the person is disabled by their Autism or 
that they are suffering. ASC recognises that a person may experience some 
challenges but also possess many assets associated with their Autism. For example, 
autistic people are often honest, enjoy learning, are detail focused, use precise 
communication and are skilled in systemising or the ability to analyse and identify 
associations and patterns (Kirchner, Ruch & Dziobek, 2016; Rigler, Rutherford & 
Quinn, 2016; Ruzich et al., 2015). ASC also acknowledges that whilst Autism is a 
lifelong condition, it is often understood as a positive aspect of an autistic person’s 
“lifelong identity” (McGrath, 2017, p. 2). 
Experiences at School for Students on the Autism Spectrum  
The challenges for autistic young people when transitioning from school often start 
well-before they leave secondary school. The various challenges they experience at 
school can influence their transition from school into common, socially expected 
adult roles such as worker or tertiary student.  
The wellbeing of school students on the Autism spectrum is a topic that has recently 
had more attention. Wellbeing is defined as general happiness and the ability to 
achieve dreams, develop the sense of self and the absence of pain or discomfort 
(Ben-Arieh, Casas, Frønes & Korbin, 2014). Research has indicated that, for many 
school students on the Autism spectrum, a combination of bullying, learning 
difficulties and mental health issues can reduce their general wellbeing while at 
school (Hedges et al., 2014; Howe & Stagg, 2016). It is important to discuss well-
being and early school experiences of autistic young people to help understand more 
holistically their transition from school. 
Poor educational experiences and poor academic outcomes can impact greatly on a 
person’s life course after high school and subsequent transition into adult roles. 
Significant discrepancies have been found between the actual academic 
achievement of students on the Autism spectrum and their expected achievement 
based on their IQ. Estes, Rivera, Bryan and Dawson (2010) found both lower and 
higher levels of achievement relative to IQ, while Ashburner, Ziviani and Rodger 
(2010) found that 54% of students on the Autism spectrum under-achieved 
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academically relative to their level of intelligence as compared to 8% of typically 
developing students.  
Research has also indicated that students on the Autism spectrum experience 
bullying and victimisation at a greater rate than their typically developing peers 
(Chen & Schwartz, 2012; Zablotsky, 2012). Bullying occurs when there is a power 
imbalance between a bully and a victim that results from verbal or non-verbal 
aggression. Victimisation occurs when a person is consistently targeted by others. 
Persistent bullying and victimisation at school has been found to create long-term 
mental health issues such as anxiety and depression for adolescents on the Autism 
spectrum (Hunter, Boyle & Warden, 2007). Autistic females report bullying at school 
more often, when compared with autistic males (Hofvander et al., 2009).  
Adolescence is also a time where young people are becoming autonomous from 
their parents and peers become more influential. However, adolescents on the 
Autism spectrum may experience challenges forming close friendships (Dillon, 
Underwood & Freemantle, 2016; Ratcliffe, Wong, Dossestor & Hayes, 2015). 
Research has found that adolescents with an AS diagnosis perceived themselves as 
receiving less peer approval than their typically developing peers (Williamson, Craig 
& Slinger, 2008).  
Research investigating the school experiences of students on the Autism spectrum, 
has indicated several supportive factors that assist them to engage and participate in 
the school setting. Factors such as developing positive interactions with school staff, 
providing adaptions to the classroom to reduce noise, creating engaging learning 
opportunities to facilitate school participation and including the use of students’ 
strengths can all impact on the quality of the school experiences for students on the 
Autism spectrum (Dillon, Underwood & Freemantle, 2016; Saggers, Hwang & 
Mercer, 2011). Dillon, Underwood and Freemantle (2016) also found that schools 
which adopted an inclusive classroom approach increased the quality of the school 
experiences for students on the Autism spectrum.  
Many autistic young people are entering adulthood having experienced bullying, 
social exclusion and academic underachievement. These experiences can create 
co-occurring mental health conditions and challenges participating in adult roles, 
  
Page 62 of 261 
 
including obtaining employment or engaging in further study. Autistic young people 
may then experience poverty and social disadvantage (Australian Federation of 
Disability Organisations, 2013).  
Common Challenges Associated with the Transition from School for Autistic 
Young People  
Once autistic young people leave secondary school, they continue to experience 
challenges in obtaining meaningful employment or engaging in tertiary study (Booth, 
2016; Hedley et al., 2017). For most young people leaving school, they are expected 
to transition into adult roles, which today are typically that of a worker or tertiary 
student. However, for autistic young people, challenges such as co-occurring mental 
health conditions and underemployment are barriers to successfully engaging in 
such roles. Chappel and Somers, (2010) found that people on the Autism spectrum 
who do not engage in employment directly after leaving secondary school have a 
70% chance of not participating meaningfully in the workforce across their lifespan, 
which can increase the likelihood of developing co-occurring mental health 
conditions.  
Co-Occurring Conditions: Mental Illness 
Several studies have indicated that autistic people have a greater vulnerability to 
developing mental health issues (Costley, Baldwin, Bruck, Haas & Ritzrow, 2017; 
Ghaziuddin, Weidmer-Mikhail & Ghaziuddin, 1998). These co-occurring mental 
health conditions, such as anxiety and depression, can have a significant impact on 
autistic young people’s success in transitioning into adult roles after high school. 
There are also limited support options and services after school for autistic young 
people without intellectual impairment, which contributes to the higher incidences of 
mental health difficulties (Ghaziuddin, Weidmer-Mikhail & Ghaziuddin, 1998). 
Mental health can be defined as the ability for people to “make sense of their world 
around them” (Savy & Sawyer, 2009, p. 270). Positive mental health supports people 
to fulfil roles such as engagement in relationships with others, ability to participate in 
self-care (such as hygiene and psychological needs) and employment (Australian 
Government: Department of Health, 2014; Savy & Sawyer, 2009). Mental illness 
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interferes with this ability to engage in roles and everyday tasks. According to the 
Australian Government: Department of Health (2014) one in five Australians will 
experience a mental illness through their lifespan. A mental health problem (as 
opposed to a mental illness) also impedes a person’s ability to engage in roles, but 
to a lesser degree, and usually occurs due to life stressors (Australian Government: 
Department of Health, 2014). Medical models view mental illness as related to 
physiological, neurological or genetic factors. Others in the social sciences 
emphasise the role of environmental and social situations in mental illness. Many 
autistic young people perceive that their co-occurring conditions are a result of 
society and context, in that “context create handicaps” (Oslund, 2014, p. 49). For 
example, autistic people may be in situations where there is a strong emphasis on 
interactions with others or environments that do not meet their sensory needs. They 
may also experience isolation and stigma as a result of appearing different from the 
norm and experiencing challenges meeting social norms.  
Bontempo (2009) investigated sensory processing in autistic adults without 
intellectual impairment and found that 70% of the participants in the study reported a 
secondary mental health condition such as depression, anxiety and Attention Deficit / 
Hyperactivity Disorder (AD/HD). This was also replicated in a study Lai et al. (2011) 
who found that 70% of the people who contributed to that study had co-occurring 
anxiety, depression and obsessive-compulsive indicators. Similarly, Ghaziuddin, 
Weidmer-Mikhail and Ghaziuddin (1998) found that, out of 35 participants with 
Asperger Syndrome, over half (63%) reported an additional psychiatric disorder at 
the time of the study. Depression was the most common mental health concern 
amongst adults on the Autism spectrum. Other co-occurring mental health conditions 
reported included bipolar disorder and anxiety disorders. Additional studies have 
found that the most common co-occurring mental health conditions for autistic young 
people include AD/HD, depression, Generalised Anxiety Disorder (GAD), Obsessive 
Compulsive Disorder (OCD) and Oppositional Defiant Disorder (ODD) (Lugnegård, 
Hallerbäck & Gillberg, 2011; Neary, Gilmore & Ashburner, 2015).  
The significance of employment in enhancing mental health and quality of life of 
people who experience mental health concerns has been documented widely 
(OECD, 2015; Tefft, 2012). Employment has been found to improve an individual's 
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life trajectory through increasing self-esteem, reducing dependency on family 
members and services and alleviating any symptoms of the mental illness (Cook & 
Razzano, 2000; Crowther, Marshall, Bond & Huxley, 2001). Research has also 
indicated that a healthy self-esteem can positively affect a person’s relationships, 
health and employment (Orth, Robins & Widaman, 2012).  
Unemployment and Underemployment for Autistic Young People and Economic 
Consequences  
Many autistic young people without intellectual impairment do not successfully 
transition from school into typical post-school options such as employment or tertiary 
education and, even if they do, they encounter enormous obstacles along the way 
(Hendricks & Wehman, 2009). The transition into adulthood for many autistic young 
people continues well into their 20s and 30s, with family members providing the 
majority of support. 
Research has indicated a high rate of unemployment and underemployment for 
autistic young people without intellectual impairment. An Australian study by Neary, 
Gilmore and Ashburner (2015) reported a 51 per cent youth unemployment rate 
among 15-27 year olds with an ASC without intellectual impairment. Taylor, 
Henninger and Mailick, (2015) reported that less than 25 per cent of young people 
on the Autism spectrum without intellectual impairment were employed in work or 
engaging in further study after school. A nationwide US survey by Roux, Rast, 
Anderson and Shattuck (2017) reported a 23 per cent employment rate in adults with 
an ASC without an intellectual impairment and that less than 25 per cent of these 
young people were employed in work or engaged in further study after school.  
Taylor and Seltzer (2010) investigated the occupational and educational aspirations 
of young adults on the Autism spectrum who exited secondary school in the previous 
five years by recording descriptions of participants’ occupational and activities during 
the day. Their findings supported a pattern of underemployment among these 
individuals on the Autism spectrum, in that, those individuals who were competitively 
employed had menial jobs and no participants were working full time. The authors 
also found that the participants on the Autism spectrum without intellectual 
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impairment were three times more likely to display no daytime activities compared to 
those adults on the Autism spectrum and an intellectual impairment. 
They also found that only a small percentage of autistic young people without 
intellectual impairment access sheltered workshops or vocational supports. Only 18 
per cent of the autistic young adults without intellectual impairment were accessing 
employment or vocational services, such as supported employment or sheltered 
workshops, compared to 86 per cent of those with an intellectual impairment. The 
authors concluded that there are limited support services available specifically for 
autistic young people without intellectual impairment. They suggested that the 
current disability employment services do not accommodate for the unique needs of 
autistic young people without intellectual impairment.  
Unemployment and underemployment experienced by autistic young people not only 
have an impact on the autistic person’s well-being and overall life trajectory, but also 
on the economy. The economic cost of high unemployment for people on the Autism 
spectrum has been estimated to be around $3.5 billion per year in Australia 
(Synergies Economic Consulting, 2011). Studies (e.g., Howlin, Alcock & Burkin, 
2005) have identified that there are many long-term benefits of developing effective 
transition practices for autistic young people without intellectual impairment. Howlin, 
Alcock and Burkin (2005) suggested that society may be failing to capitalise on the 
substantial costs of educating people on the Autism spectrum without intellectual 
impairment if the skills learnt through educating are then not transferred into the 
workforce.  
Järbrink, McCrone, Fombonne, Zandén and Knapp (2007) demonstrated the cost 
effects of supported employment programs for autistic young people without 
intellectual impairment. The economic costs were derived from service use (such as 
community support and health care services), the cost of time that parents/ 
caregivers, friends and family members spent in caring for autistic young people, and 
the increased time off work due to the challenges the person may experience as a 
result of an ASC. They concluded that ASC results in high costs and a lack of 
supported employment programs for autistic young people without intellectual 
impairment may have negative resource consequences for the economy.  
  
Page 66 of 261 
 
In summary, sustained unemployment and underemployment for autistic young 
people has implications, not only for the person, but also for the economy as a 
whole. The goals related to the transitioning from school for autistic young people 
are equal to those of other young people, that is, to engage in meaningful 
employment or further education or training and to increase personal independence 
(Hendricks & Wehman, 2009). Although some autistic young people without 
intellectual impairment will transition successfully into an expected post-school role, 
for many, it may be a difficult and confusing time (Hendricks & Wehman, 2009; Van 
Pelt, 2008).  
Common Frameworks for and Approaches to Transitioning from School 
The transition from school of autistic young people into the main normative social 
roles, that is, into employment and further study or training, is important for 
maintaining a positive life trajectory. Transition planning at school prepares students 
on the Autism spectrum and their families for leaving school and entering into work 
or further study or training. The level and type of support provided at school to 
prepare for life after school is likely to influence post-school outcomes (Renty & 
Roeyers, 2006). Supportive factors or factors that influence positive role transition 
outcomes include personal characteristics (e.g., level of functioning), provider 
characteristics (e.g., professional supports) and environmental factors (e.g., current 
living and working situation) (Felce & Perry, 2005). Of these support factors, the 
interaction between the individual on the Autism spectrum and the environment has 
been found to be the highest predictor of a successful outcome (Renty & Roeyers, 
2006). 
Supported Employment Programs (SEP) aim to assist autistic young people to 
obtain and maintain employment following school. Although SEP programs have 
been found to be useful for people on the spectrum, few specialist programs exist 
and those that do are typically designed for people with lower levels of functioning 
(e.g., intellectual impairments) (Vogeley, Kirchner, Gawronski, Tebartz van Elst & 
Dziobek, 2013). Other approaches provided at school include involving students in 
work experience and internships, using their interests and strengths and ensuring 
young people and their families are involved in the transition planning process.  
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There are various approaches that are recognised to facilitate this transition. These 
are: a person-centred approach, using career preferences and circumscribed 
interests (CI), facilitating self-determination and self-advocacy, paid work experience 
and internships and supported employment programs. Each is discussed.  
A Person-Centred Approach 
Research has indicated that students’ interests and preferences for post-school life 
are rarely addressed and their chosen options cease to be acknowledged by family 
and staff members (Thoma, Rogan & Baker, 2001). A person-centred approach 
occurs when “individuals with a disability [are] at the centre of decision making” 
(Broady, 2014, p. 285). This approach involves disabled people identifying relevant 
supports that best match their needs and priorities.  
This approach aligns with the United Nations Convention on the Rights of Persons 
with a Disability, or DisCO as it is known in Australia. The purpose of this convention 
is to protect the rights of all disabled people and promote inclusion (Australian 
Human Rights Commission, 2008). It addresses issues related to education, 
employment, access to information, mobility, obtaining proper health care and 
contributing to society for disabled people. Despite this legislation mandating that all 
governments introduce measures, including services and policies to promote the 
rights of disabled people, practices to support young people to transition from school 
into post-school options are highly variable in Australia. This convention is 
particularly important since research has shown that less than one third of students 
on the Autism spectrum actively participated in their transition planning (Cameto, 
Levine & Wagner, 2004; UN, 2006). 
A variety of supports can be implemented to enhance the young person’s 
involvement in their planning for the transition from school. For example, the use of 
visual resources, assistive technology and social and organisational supports have 
been implemented during transition planning to facilitate young people’s participation 
(Held, Thoma & Thomas, 2004). One example of an approach that uses a person-
centred approach to the transition from school for autistic adolescents is MAPS, or 
Making Action Plans (Hedeen & Ayres, 2002). MAPS is a team planning tool that 
aims to outline, “plans for ‘mapping’ short-term and long-term goals” (p. 182) and 
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provides a useful process during times of transition. MAPS explores the areas of the 
person’s dreams, visions and goals and also their interests and strengths. It has five 
mains steps, 1) History, where the young person and parents and caregivers 
describe their personal history, 2) Dreams, involves the young person identifying 
dreams for their future which are later used to develop goals, 3) Fears, includes 
identifying possible barriers to achieving their dreams, 4) Who is…?, encourages 
parents and caregivers and the young person to identify their attributes, interests and 
social networks and, 5) Needs, involves consolidating the information gathered from 
the previous steps and identifying specific vocational, social and independent living 
goals (Paul V. Sherlock Center on Disabilities, 2001). This process can be easily 
adapted to enable the autistic young person to participate within the transition 
planning, for example, by using alternative means of communicating their needs 
using technology (Van Laarhoven-Myers, Van Laarhoven, Smith, Johnson & Olson, 
2016). 
Career Preferences and Circumscribed Interests 
Many autistic young people without intellectual impairment have definite career 
plans, usually involving their special interests (Molloy & Vasil, 2004). The interests of 
autistic young people are usually intense and idiosyncratic and are also referred to 
as Circumscribed Interests (CI) (Anthony et. al, 2013). Klin, Danovitch, Merz and 
Volkmar (2007) categorised topics of interests into eight main areas: (1) facts and 
learning, (2) visual memory, (3) activities that provided sensory input, (4) 
mathematics, (5) classifying and ordering information, (6) dates and time, (7) 
collecting objects and (8) letter and numbers. These interest areas typically appear 
in careers that involve folk-physics and Science, Technology, Engineering and Maths 
(STEM) fields. The term ‘folk’ denotes inherent abilities that are not necessarily 
taught, yet develop in the majority of individuals, and folk-physics refers to an 
individual’s understanding of the physical world (as opposed to folk-psychology, 
which refers to the understanding of the social world) (Christensen & Turner, 
2013). Studies have found that many individuals who are in STEM careers have 
more autistic qualities than people working in non-STEM areas (Baron-Cohen, 
Wheelwright, Skinner, Martin & Clubley, 2001; Morsanyi, Primi, Handley, Chiesi & 
Galli, 2012; Ruzich et al., 2015). This is because these areas usually involve 
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systemising or the ability to analyse and identify associations and patterns, in which 
autistic people are typically skilled (Baron-Cohen, 2002; Ruzich et al., 2015). 
However, many of the folk-physics professions and STEM careers require post-
secondary education, which may be challenging for autistic young people due to 
organisational challenges, learning difficulties and the social and communicative 
demands of the education setting. Research has also indicated that many autistic 
young people do not attend university, and enrolment is amongst the lowest of all 
disabilities (Kuchment, 2013).       
Self-Determination and Self-Advocacy   
It has been hypothesised that some autistic young people will continue to achieve 
goals related to adulthood (such as finding work, obtaining a driver’s license) once 
they leave school and into their twenties as a result of personal factors such as 
increased motivation, self-drive and desire for independence (Stobbe, 2014). The 
challenge in finding competitive employment for autistic young people without 
intellectual impairment lies in identifying factors that are compatible with their 
strengths, intellectual abilities, needs and interests (Iovannone, Dunlap, Huber & 
Kincaid, 2003).  
One way of thinking about personal strengths is through the concept of self-
determination. Self-determination refers to attitudes and abilities which direct 
individuals in generating goals and taking initiative in attaining those goals 
(Wehmeyer, Shogren, Little & Lopez, 2017). Intrinsic motivation is a key factor in 
attaining self-determination. According to Shogren and Wehmeyer (2017), 
individuals who possess self-determination (or autonomy) are motivated because 
they are following their own personal cultural values and beliefs. Self-Determination 
Theory (SDT) is the theory of human intrinsic and extrinsic motivation. SDT identifies 
three main psychological needs that contribute to a person’s wellbeing, 1) 
competence, 2) relatedness and 3) autonomy. These three needs are “considered 
essential for understanding the what (i.e., content) and why (i.e., process) of goal 
pursuits” (Deci & Ryan, 2000, p. 228).     
Self-determination provides a basis for learning how to self-advocate. According to 
Hourston (2011), self-advocacy is “the act of speaking out on one’s own behalf and 
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is considered to be at the core of all types of activism” (p. 1). Self-advocacy involves 
people contributing to decisions that directly affect their lives (Hourston, 2011). 
Research has indicated that self-advocacy and self-determination are important skills 
for autistic young people to achieve to support a more successful transition into 
adulthood.  
One example of a transition program that aims to increase self-determination for 
students on the Autism spectrum is the BOOST-A program, or Better OutcOmes & 
Successful Transitions for Autism (Hatfield, Falkmer, Falkmer & Ciccarelli, 2016). 
The BOOST-A program is an interactive, online program that was created to support 
autistic young people to become more involved in their planning for transition from 
school. The BOOST-A program uses a strength-based approach to addressing the 
transition from school, which refers to identifying and focusing on the person’s 
strengths. As this program is online, it is also more accessible for autistic young 
people, particularly those living in rural and remote areas. 
Paid Work Experience and Internships 
Paid work experience or internships at school is one factor that has been found to 
support the transition from school into work (Plotner et al., 2014). This experience 
whilst at school provides the young autistic person with opportunities to learn on-the-
job skills and to demonstrate their abilities. Research has suggested that for work 
experience to be successful for autistic young people there needs to be collaboration 
between the workplace and school setting (Plotner et al., 2014). In addition, it is 
recommended for internship areas to involve the autistic young person’s interests or 
future employment goals (Wehman et al., 2013). Job coaches can assist autistic 
young people during work experience or internships, to successfully engage in the 
workplace (Ballard, 2016). Job coaches can be useful for developing skills relevant 
to the actual workplace, such as “developing necessary social skills, including 
understanding social rules of the workplace, accepting directions and feedback, and 
appropriately using verbal and/or non-verbal communications with work colleagues” 
(Ciccarelli & Hodges, 2016). Covert Audio Coaching (CAC) is one strategy which 
guides “job coaches to deliver feedback to students privately and immediately 
through a bug-in-ear device (i.e., a two-way radio with an earbud speaker attached) 
without the need to be in close and constant proximity” (Gilson & Cater, 2016, p. 
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3584). CAC has been found to increase autonomy within the workplace for autistic 
young people (Bennett, Brady, Scott, Dukes & Frain, 2010; Gilson & Cater, 2016). 
Gilson and Cater (2016) also found that the use of CAC increased social interactions 
within the workplace, in addition to task specific skills.  
To ensure autistic young people experience successful attempts at employment, job 
coaches may also be responsible for suggesting adaptations to the workplace. This 
approach aligns with the social model of disability. This approach views 
environmental barriers as disabling and subsequently, there is a focus on adapting 
the environment and creating accommodations to help the person integrate and 
achieve success within that setting (e.g., workplace, university). In contrast, the 
medical model of disability has an emphasis on clinical diagnosis and views 
impairment within the individual as the main barriers to community participation 
(Michailakis, 2003).  
During transition planning with autistic young people, it is important to consider the 
suitability of the workplace in relation to the autistic young person’s strengths and 
challenges. For example, autistic young people frequently have associated sensory 
processing difficulties and may experience challenges in certain working or teaching 
settings, as the environment does not match their sensory preferences. Bontempo 
(2009) conducted a study with twenty adults on the Autism spectrum without 
intellectual impairment to investigate the role of sensory processing in relation to 
employment for autistic young people. The study found that most of the adults on the 
Autism spectrum without intellectual impairment had an awareness of their sensory 
preferences. Implications for work choice, performance and job satisfaction were 
also noted as a result of sensory processing patterns. Only half of the participants 
were employed and only a few were maintaining meaningful employment. The 
author concluded that modifications to the physical environment and tasks to 
accommodate sensory issues, could improve work performance and satisfaction for 
adults on the Autism spectrum.  
Bontempo (2009) described various modifications and adjustments that may be 
made to assist autistic young people to maintain employment or continue with further 
study or training. These included: varying work times to eliminate the pressures of 
the social and communication demands during social situations, such as the tearoom 
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and work retreats; making environmental modifications such as the use of visual 
instructions, limiting the amount of contact with customers and eliminating any 
external factors that may be upsetting for the person (e.g., smells, visual distractions 
etc.). Staff development may also be implemented to increase awareness and 
knowledge of ASC. The person may disclose their diagnosis if they choose to do so, 
to assist with awareness and justification for any environmental modifications or 
workplace adjustments. However, caution should be taken regarding disclosing of a 
person’s diagnosis of ASD, as it can be a “delicate process, resulting in differential 
consequences on accommodations and workplace relationships” (Bontempo, 2009, 
p. iii).  
Similarly, Universities across Australia typically have Disability Support Services and 
Student Access Plans to assist students with disabilities to access curriculum and 
provide accommodations and procedural variations for examinations and 
assessment. The Student Access Plans are outlined under the guidance of the 
Disability Discrimination Act of 1992. University or Technical and Further Education 
(TAFE) students on the Autism spectrum without intellectual impairment may find it 
challenging working in small group scenarios (tutorials, group assignments) due to 
the social and communication demands. Difficulties with organisation and shifting 
thoughts and processes may impact on an individual’s ability to submit assessment 
on time. Environmental modifications (such as diming lights, lowering the amount of 
material on the slides), may need to be implemented to support the person to 
successfully continue with their studies.  
Supported Employment Programs 
For many autistic young people without intellectual impairment, the transition to 
further training or education or employment presents them with multiple barriers and 
obstacles. Once they have obtained work, existing challenges remain in the 
workplace, including social and communication difficulties with their employer and 
other employees, sensory processing challenges and anxiety and stress (Hurlbutt & 
Chalmers, 2004).  
SEP can assist autistic young people to find and maintain suitable employment 
(Mawhood & Howlin, 1999, Vogeley, Kirchner, Gawronski, Tebartz van Elst & 
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Dziobek, 2013). SEP often offer ‘on-the-job’ training, as this allows for learning to 
occur in the natural setting where real skills are performed, increasing the likelihood 
for success for autistic young people to learn the skills required for the job (Certo et 
al., 2003).  
The focus of supported employment programs generally has been directed toward 
lower level jobs and people with lower levels of functioning (e.g., intellectual 
impairments). However, specialist supported employment services for autistic young 
people without intellectual impairments have been found to result in higher 
employment rates (Howlin, Alcock & Burkin, 2005; Vogeley, Kirchner, Gawronski, 
Tebartz van Elst & Dziobek, 2013). A review by Vogeley, Kirchner, Gawronski, 
Tebartz van Elst and Dziobek (2013) concluded that SEPs for autistic young people 
without intellectual impairment should include: 1) assessment of the individual's level 
of functioning and their preferences for work, 2) job coaching, and 3) disclosure and 
education about the individuals ASC. In addition to ‘on-the-job’ training, SEPs also 
consider how environmental modifications can support autistic young people to 
maintain employment (Bontempo, 2009).  
Employment Opportunities for Autistic Young People: Programs and 
Organisations in Australia 
Research indicates that the employment outcomes for autistic young people without 
intellectual impairment are generally less positive than could be expected, based on 
their intellectual abilities (Iovannone, Dunlap, Huber & Kincaid, 2003). Even when 
autistic young people without intellectual impairment are employed, the type of 
employment is often at a significantly lower level than the person’s actual working 
potential, whereby the jobs obtained are usually unskilled and the employees are 
underpaid (Cedurland, Hagberg, Billstedt, Gillberg & Gillberg, 2008). For example, 
Baldwin, Costley and Warren (2014) found “existing evidence of underemployment 
and malemployment for adults with autism, and specifically for those without an ID” 
(p. 2447). The authors also indicated “the issue of ‘overeducation’ as a concern for 
this group” (p. 2447). Gerhardt (2007) described this as a “disconnect” (p. 18) 
between what the literature states is possible for autistic young people without 
intellectual impairment and what is actually occurring.  
  
Page 74 of 261 
 
There is a considerable body of research investigating support services to assist 
autistic young people without an intellectual impairment to obtain and maintain 
employment or meaningful roles post high-school. There continues to remain limited 
research examining specific ways of supporting autistic young people without 
intellectual impairment to gain and maintain meaningful employment.   
This section outlines current organisations in Australia that aim to support autistic 
young people to transition from school into meaningful post-school options, including 
ASPECT (Autism Spectrum Australia), Cooperative Research Centre for Living with 
Autism (Autism CRC), Specialisterne, Department of Ageing, Disability and Home 
Care (DADHC), ‘Compass’, and programs offered by private practices and not-for-
profit organisations (such as Autism Queensland’s Studio G program).  
ASPECT is an Autism-specific not-for-profit service provider in Australia, which offers 
services for children and adults. ASPECT recently developed a report titled 'We 
Belong' outlining the lack of services for autistic young people without intellectual 
impairment. This report "highlights that educational experiences for people in this 
group are characterised by social isolation, failure to meet learning support needs, 
and harassment and bullying which results in years of struggle with ongoing mental 
health issues" (ASPECT, 2012, p. 4). Services need to be developed to support 
autistic young people without intellectual impairment to successfully transition into a 
post-school option and live meaningful lives.  
The Autism CRC in Australia commenced in 2013 and aims to, “transform lives 
through innovative and collaborative end-user driven research” (AutismCRC, 2016, 
p. 5). There are three main areas of research: 1) Diagnosis, which explores how to 
improve the diagnostic process for autistic young people, 2) Education, addressing 
children who are school-aged and 3) Adulthood, investigating post-school 
opportunities for adults on the Autism spectrum. Currently, through the third research 
program of the Autism CRC, researchers at Curtin University (Hatfield, Falkmer, 
Falkmer & Ciccarelli, 2016) are exploring transition tools to involve autistic young 
people in the transition from school process. The researchers are currently 
investigating two transition tools 1) Better OutcOmes and Successful Transitions for 
Autism (called BOOST-A and described earlier), a protocol to assist students on the 
Autism spectrum to identify transition from school goals, and 2) The Integrated 
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Employment Success Tool (IEST), which provides Autism education in the 
workplace. This includes adapting the environment to assist autistic young people to 
succeed with the demands of the workplace (Richdale, 2016).   
In 2015, Specialisterne (The Specialists), a Danish company that uses the qualities 
of ASC as a competitive advantage in the business market, was introduced into 
Australia, “with the goal to enable 12,000 careers for individuals on the autism 
spectrum by 2025” (Specialisterne Australia, n.d., para 1). The company hires 
individuals on the Autism spectrum (approximately 75% of employees) and provides 
a working environment to best support autistic young people. Specialisterne aims to 
encourage and support nations to accomplish the intentions within the United 
Nations (UN) Convention on the Rights of Persons with Disabilities (UN, 2006). They 
also invite other nation-states that have endorsed the UN Convention to introduce 
the company, to provide sustainable and productive employment for autistic young 
people. 
The New South Wales (NSW) DADHC provides funds to non-government 
organisations to develop and deliver Transition to Work and Community Participation 
programs. However, eligibility into these programs depends on the severity of the 
individual’s disability and it is primarily targeted for young people with moderate to 
high needs. In 2010 and 2011, the majority of people who accessed funding for 
these programs were people with an intellectual impairment and complex needs 
(Family & Community Services, Ageing, Disability & Home Care, 2010-2011). There 
are very limited services available for autistic young people without intellectual 
impairment, who often have a unique set of needs and abilities.  
‘Compass’, a disability-specific employment agency and post-school disability 
service provider in Australia, state that they provide “education, training, support and 
employment opportunities for people with intellectual and/or physical disabilities” 
(Compass Institute Inc, 2011). This criterion however, ultimately excludes autistic 
young people, with no intellectual or physical disability.  
Services from private practices and not-for-profit organisations are available to 
autistic young people without intellectual impairment on a fee-for-service basis. 
There are private practices throughout Australia, such as ‘Minds and Hearts 
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Asperger Syndrome and Autism Clinic’, which offer individual consultations with 
clinical psychologists, group programmes and workshops, on an individual, user-
pays basis. There are also community-based, not-for-profit organisations, such as 
Autism Queensland (AQ), Autism Association of Western Australia and Asperger 
Services Australia. AQ is the main provider in Queensland of services to children 
and adults on the Autism spectrum and their families and also provides professional 
learning and development through workshops and seminars. For adults on the 
Autism spectrum without intellectual impairment, AQ currently offers individual 
consultations, a Brisbane-based weekly recreation club and Computer Club. AQ also 
delivers a transition program for people between the ages of 16 and 24 years of age, 
called ‘Studio G’ (in Brisbane, Mackay and recently in Cairns). This program utilises 
a person’s interests and strengths in developing employability skills (or ‘soft skills’, 
such as communication, problem solving and planning skills) and finding 
employment or engaging in further study. Similarly, Autism Association of Western 
Australia and Alpha Autism Inc. in Victoria offer employment and alternative 
employment options programs for people across the Autism spectrum. Lastly, 
Asperger Services Australia runs support groups for autistic young people and 
workshops.   
Employment Opportunities for Autistic Young People: International Initiatives 
Internationally there are a variety of employment and training opportunities for 
autistic young people, particularly in the United States and United Kingdom. For 
example, Aspiritech is a non-profit software development organisation in Chicago, 
United States of America. The aim of the organisation is to provide meaningful 
employment opportunities to autistic young people without intellectual impairment. 
Aspiritech uses the unique qualities of ASC without intellectual impairment, such as 
attention to detail, preference for repetitive task-driven work settings and exceptional 
technical ability, and aligns these talents to the needs of the business community.  
AutismWorks is another business that supports autistic young people to gain 
meaningful employment. It was established in the United Kingdom in 2010 by 
Education and Services for People with Autism (ESPA). ESPA also provides 
education, residential and day and domiciliary services for individuals and families on 
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the Autism spectrum, as well as an Independent Specialist Further Education 
College that offers educational experiences that prepare students to work and live 
independently. ESPA developed AutismWorks to provide further employment 
opportunities for people on the Autism spectrum without intellectual impairment. 
Another United Kingdom company, The National Autistic Society (NAS), is the 
largest provider of specialised ASC services in the United Kingdom (UK). It provides 
various services for people across the Autism spectrum including early intervention, 
school supports, residential and social support, access to higher education and 
training and employment assistance. 
The NAS developed the first supported employment scheme, called Prospects, 
which aims to assist autistic young people to obtain and maintain work by helping 
employers with recruitment, training and retention of staff. Prospects was designed 
specifically for individuals with higher functioning Autism, such as Asperger 
Syndrome (using the previous DSM-V criteria). The focus of the program is on 
skilled, well-paid employment for individuals that are higher functioning. Jobs 
included in this supported employment program are banking, transport, 
telecommunications, and food retail. There is also an emphasis on close liaison with 
other employment services and community networks. The focus of Prospects is less 
on job-related skills, as autistic young people without intellectual impairment already 
possess a relatively high level of competence in these areas, and more on ways of 
improving the social and emotional challenges which often appear to be the main 
barriers to successful employment for autistic young people.  
The United Kingdom’s National Audit Office (NAO) (Forsythe, Rahmi & Bell, 2008) 
conducted a study on the benefits of employment support schemes, such as 
Prospects, for people on the Autism spectrum. The research examined the transition 
services for autistic young people, employment support services and supports for 
carers. It found that transition plans were seen as “patchy” (Forsythe, Rahmi & Bell, 
2008, p. 14) and did not match the needs of the autistic young person. The study 
further stated that transition services were not collaborating with each other to refer 
young people to community services and there was little information to support them 
to enter appropriate and meaningful employment or further education. In addition, 
the study reported that a number of autistic young people were being placed into 
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inappropriate jobs when using employment services that were not specialised in 
ASC.  
Specialist ASC employment services, such as Prospects, report higher rates of job 
retention, although they are generally more costly to implement. Forsythe, Rahmi 
and Bell (2008) suggest that this is due to the focused attention on existing skill sets 
and jobs that were tailored to each person’s needs and interests. The authors also 
suggested that several autistic young people were “slipping though the net” (p. 7) 
and few referrals were created through both mainstream and disability employment 
support services. 
Limitations of Current Research and Practices 
The majority of the current research on the transition from school for autistic young 
people focuses primarily on young adults with classic Autism and/ or intellectual 
impairment, rather than young people on the Autism spectrum without intellectual 
impairment (who generally have average and above average intelligence). Autistic 
young people without intellectual impairment typically have very different needs and 
abilities to those with intellectual impairment and, as such, require a unique set of 
strategies to support them during the transition from school. The studies that do 
address autistic young people without intellectual impairment typically include limited 
numbers of informants and obtain data from only one perspective or ‘lived 
experience’, usually that of the caregiver (Schumacher Dyke, 2008).  
A recent study by Neary, Gilmore and Ashburner (2015) investigated caregiver’s 
perceptions of the post-school outcomes and services available to autistic young 
people living in Queensland (Australia). Using a parent and caregiver questionnaire, 
this study confirmed common themes noted in previous research, that the majority of 
autistic young people were living at home and were unemployed, engaged in limited 
socialising activities and spent more time on technology-based tasks. That study 
noted that parents and caregivers were interested in specialised services to support 
their autistic young person’s transition to employment and post-school education and 
further training.  
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Attwood (1998), a well-known Australian Autism advocate and clinical psychologist, 
observed that adolescents on the Autism spectrum without intellectual impairment 
typically have a delayed and prolonged transition into adulthood. Many autistic young 
people without intellectual impairment do not successfully transition from school into 
a post-school option such as employment or further education or training (Howlin, 
2013). Despite increases in the number of autistic young people without intellectual 
impairment (Autism Aspergers Advocacy Australia, 2015), there continues to remain 
a paucity of research exploring transitions from secondary school of autistic young 
people without intellectual impairment in Australia using a life course perspective.  
The outcomes of current studies investigating the transition from school for autistic 
young people provide evidence of the importance of identifying effective post-school 
practices for them. Further investigation in Australia is needed to explore the 
outcomes for autistic young people without intellectual impairment. Australian 
practices, policies and education systems differ from international systems. It is 
anticipated that this research will contribute to the ways in which educational 
institutions and service providers in Australia work to support and prepare autistic 
young people without intellectual impairment during the transition from school.  
Rationale for the Study: Aim and Significance of the Research Project 
There has been a recent increase in the number of people diagnosed as being on 
the Autism spectrum in Australia (Autism Aspergers Advocacy Australia, 2015). This 
increase has been explained by “heightened public awareness, changes in referral 
patterns, changes in diagnostic criteria, differences in case identification, or methods 
of reporting” (Parner et al., 2011, p. 1601-1602). The Australia Bureau of Statistics 
(ABS, 2016) noted an increase in Autism diagnosis in 2015, with 164,000 Australians 
diagnosed with ASD, a 42.1% increase from the 115,400 with the condition in 2012. 
It noted the highest rate of diagnoses were children between five and 14 years of 
age (ABS, 2016). Despite this increase in prevalence, “there is currently still very 
little known about how best to provide support that will result in postsecondary 
success” (Hendricks, 2010, p. 125).  
Research indicates that autistic young people are capable of maintaining 
employment (Jacob, Scott, Falkmer & Falkmer, 2015) and “many employers value 
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the specific contributions of individuals with ASD” (Bailey, 2012, p. 1). Despite this, 
research has shown that only a small percentage of autistic young people are 
engaged in work, with many underemployed. For example, the results of the most 
recent Profile of Autism in Australia, conducted in 2015 by the ABS, found that only 
40.8% of autistic young people in Australia are participating in the workforce. This is 
in comparison to 83.2% of Australians without a disability participating in the 
workforce (ABS, 2016). Research has also shown that autistic young people 
(particularly those without intellectual impairment) are “very poorly served by health, 
education, and social services” (Howlin, 2013, p. 897).   
As emphasised throughout this thesis, identifying effective post-school practices, is 
important for the autistic young person in terms of monetary and non-monetary gains 
such as increased quality of life, mental and physical health and decreased social 
isolation. Co-occurring conditions associated with Autism are typically depression 
and anxiety (Ghaziuddin, 2005), which can impact on employment and overall well-
being. However, despite research acknowledging that a large percentage of autistic 
young people also experience mental health challenges, it has also been noted that, 
“This group of Australians have been overlooked by our mental health services, 
despite the detrimental impact of mental illness on their health, educational, social, 
community participation and employment outcomes” (Australian Advisory Board on 
Autism Spectrum Disorders, 2012, p. 7).   
ASC is lifelong and, consequently, the challenges experienced in childhood are likely 
to continue into adulthood. However, there continues to remain an “imbalance in 
child- versus adult-based autism research” (Howlin, 2013, p. 897). My research aims 
to add to the current body of literature by using a life trajectory approach to the issue 
of transitioning from school for autistic young people, who are becoming adults. 
Identifying supportive factors to assist with a successful transition from school not 
only benefits the person, but also the economy as a whole. Research has indicated 
the cost effects of SEPs for autistic young people without intellectual impairment 
(Järbrink, McCrone, Fombonne, Zandén & Knapp, 2007; Knapp, Romeo & 
Beecham, 2009). These include the economic costs associated with community 
support and health care services, the cost of time that parents/ caregivers, friends 
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and family members spend in caring for an autistic young person, and the increased 
time off work due to the challenges a person may experience as a result of ASC.  
Overall, research exploring the factors that will assist autistic young Australians 
without intellectual impairment to transition from school into post-school options is 
currently limited. By identifying supportive factors that contribute to a successful 
transition from school, it is anticipated that the compounding disadvantage that 
results from poor educational outcomes and subsequent long-term unemployment 
can be addressed for autistic young Australians. If further services existed for autistic 
young people during the transition from school to assist with employment and well-
being, it is possible that productivity losses may reduce (Järbrink, McCrone, 
Fombonne, Zandén & Knapp, 2007). The roles of worker or tertiary student provide a 
strong role identity that is socially valued and increases a person’s self-competence 
and self-worth (Barker & Jacobs, 2003). More successful transition from school to 
tertiary education and/or employment would facilitate community and workplace 
participation and contribute to more meaningful and productive lives for autistic 
young people.   
Aim and Research Questions 
The aim of the research project was to explore the transition from school for autistic 
young people. It was anticipated that this research be used to identify the barriers 
and the positive predictors for assisting autistic young people without intellectual 
impairment to transition successfully into meaningful post-school options, thereby 
increasing their quality of life.  
This thesis used a disability interpretative lens, which refers to viewing disability (in 
this case, Autism) as a part of human difference, rather than a defect (Creswell, 
2013). Therefore, rather than attempting to provide remedies for treating autistic 
young people or identifying characteristics of the condition that prevent a successful 
transition from school, this research aimed to identify external supports, services and 
frameworks that would support autistic young Australians without intellectual 
impairment to successfully transition from school. 
The next chapter outlines the research design and methods undertaken to address 
the following research questions:  
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1. What are the experiences and perceptions of autistic young people, their 
parents and caregivers and professionals of the transition from school for 
autistic young people? 
2. What are the factors that help overcome obstacles for autistic young people 
during this transition? 
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 “I want to understand the world from your point of view. I want to know what you 
know in the way you know it. I want to understand the meaning of your experience, 
to walk in your shoes, to feel things as you feel them, to explain things as you 
explain them. Will you become my teacher and help me understand?” 
(Spradley, J.P., 1979, p. 34) 
  
 
  
  
Page 84 of 261 
 
CHAPTER 3 
METHODOLOGY 
“You never really understand a person until you consider things from his point of 
view”  
(Harper Lee, To Kill a Mocking Bird, 1988, p. 33) 
This research aimed to explore the transition from school for autistic young people 
using a life course perspective. This perspective highlights the value of 
understanding a person’s experiences in light of the broader context of their earlier 
life experiences and aspirations for the future, as well as the wider historical and 
social context. A review of the literature, specifically addressing the transition from 
school for autistic young people in Australia, revealed a paucity of research focusing 
on the key experiences during this transition.  
This project was guided by two research questions. The first question posed was, 
“What are the experiences and perceptions of autistic young people, their parents 
and caregivers and professionals of the transition from school for autistic young 
people?” The second research question was, “What are the factors that help 
overcome obstacles for autistic young people during this transition?” 
To explore these research questions, I used a focused ethnographic approach. 
Through intermittent and purposeful events and occurrences over a prolonged period 
of six years, as well as formal interviewing, I engaged with a variety of people who 
could inform my understanding of the transition from school for autistic young 
people. Informants were autistic young people, parents and caregivers of autistic 
young people and professionals who had experience of working with autistic young 
people and parents and caregivers in preparing for the transition from school and in 
the various roles into which they transitioned (e.g. in study and work contexts). I 
used a variety of data collection methods, including observation and participation, 
interview, and online discussions. 
In this chapter, I outline the research design and methods of data collection and 
analysis undertaken to address the research questions. First, I explain the research 
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design, including the choice of a focused ethnographic approach. I distinguish 
between classic (Knoblauch, 2005) or anthropologic (Higginbottom, Pillay & Boadu, 
2013) ethnography and focused ethnography and outline how I applied focused 
ethnography in this project. Next, I describe the processes I used to conduct the 
research. I discuss research ethics, informants and recruitment, data collection and 
analysis. Although this research was ethnographic in its overall research design, I 
also an iterative process (Charmaz, 2006), in which data collection and analysis 
were undertaken simultaneously and were mutually influencing. 
Research Design 
I chose an ethnographic approach to understanding the transition from school from 
the perspective of autistic young people, their parents and caregivers, and 
professionals who worked with them before and after the transition from school, 
because it enabled me to “learn from the people” (Anderson-Levitt, 2006, p. 279). 
Specifically, I used focused ethnography, the more contemporary approach to 
ethnography in which data is collected in shorter periods at a time (Knoblauch, 
2005). All ethnographic research aims to develop an understanding of the shared 
culture of a group, which in focused ethnography refers to a group who have shared 
values, beliefs and behaviours (Knoblauch, 2005; Wall, 2015). While people 
diagnosed with ASD share common characteristics, they do not necessarily share a 
culture. However, there is increasing impetus for autistic qualities to be viewed as 
part of who a person is, rather than a disorder a person has, and a culture 
surrounding this view has developed and people can identify with it. In this research, 
I sought to understand the transition from school of autistic young people from the 
perspective of those who have experience of it and from those who provide 
professional support to those experiencing it. Using an ethnographic approach 
enabled me to undertake a richly contextualised exploration in the natural settings in 
which people lived. Consistent with a life course perspective, understanding a 
phenomenon in its broader social and historical perspective is important. 
Focused ethnography is derived from classic ethnography which was influenced by 
cultural anthropology and typically investigates culture in relation to ethnicity. In the 
section that follows, I place focused ethnography in the context of ethnography more 
broadly. 
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Classic and Focused Ethnography   
There are many forms of ethnography. However, a distinction is generally made 
between two forms of ethnography, classic ethnography and the more contemporary 
approach to ethnography, referred to as focused ethnography. Focused ethnography 
represents only one adaptation of ethnographic approaches which has been tailored 
over time to meet the needs and goals of health care research. Both classic and 
focused ethnography “study life outside of a controlled environment” (p. 4). As 
Murchison (2010) explained, the primary interest for ethnographic researchers is to 
learn about the culture of a group and to understand the “underlying thought 
processes that produce behaviour” (p. 15). As researchers learn about the culture of 
a group using “first hand involvement with research subjects or informants” (p. 4), 
they become the main instrument in the data collection. For example, the 
ethnographic researcher is not an “uninvolved observer” (p. 4), but rather, the 
researcher gathers data by building rapport and involving the informants. By doing 
this, the researcher is able to “gain more of an insider’s perspective and a deeper 
understanding of behaviour and thought” (Murchison, p. 7).   
Ethnography emerged in the late nineteenth century as a research methodology. As 
Scott-Jones and Watt (2010) explained, research methodology “informs one’s choice 
of research method” and refers to “the theoretical, ethical, political and philosophical 
orientations of the researcher to the research” in contrast to a research method 
which is the “tool to collect data” (p. 14).  
Classic ethnography derives from nineteenth-century anthropology, where it was 
referred to as a “descriptive account of a community or culture, usually one located 
outside the West” (Atkinson & Hammersley, 2007, p. 1). ‘Ethnography’ was then 
known to mean “integration of both first-hand empirical investigation and the 
theoretical and comparative interpretation of social organisation and culture” 
(Atkinson & Hammersley, p. 1). Classic ethnography emerged from social 
philosopher’s interest in going into the field to explore the “dynamics of the lived 
human experience” and to understand “the way real people actually lived” 
(Angrosino, 2007, p. 2). In classic ethnography, the researcher participates and 
observes within the natural setting, community or social world of the group and 
records “the life of a particular group” (Charmaz, 2006, p. 21). 
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A well-known advocate of ethnography and field-based research (and what is now 
known as participant observation) was Polish born Bronislaw Malinowski (Scott-
Jones & Watt, 2010). Malinowski contributed greatly to the method and reproduction 
of ethnographic fieldwork in Anthropology (Burton, 1983). Malinowski’s ethnographic 
study of the Trobriand Islanders is known as the gold standard for “long-term total 
immersion of a researcher in the society under study” (Angrosino, 2007, p. 2). In 
Malinowski’s book ‘Argonauts of the Western Pacific’ (1922), he clearly states the 
importance of classic ethnographic researchers developing an understanding of 
shared cultures of groups: 
In each culture, the values are slightly different; people aspire after different 
aims, follow different impulses, yearn after a different form of happiness. In 
each culture, we find different institutions in which man pursues his life-
interest, different customs by which he satisfies his aspirations, different 
codes of law and morality which reward his virtues or punish his defections. 
 To study the institutions, customs, and codes or to study the behaviour and 
mentality without the subjective desire of feeling by what these people live, of 
 realising the substance of their happiness—is, in my opinion, to miss the 
greatest reward which we can hope to obtain from the study of man. (p. 25)  
Although Malinowski (1922) was discussing the ethnic group of the Trobriand 
Islanders, his description of ethnography can be applied to social groups in today’s 
modern communities, rather than be limited to the study of non-Western cultures 
(Angrosino, 2007; Hammersley, 2006). Evolving from classic ethnography, focused 
ethnography no longer emphasises studying non-Western cultures, but can be used 
to understand the shared meanings constructed by any group.  
Classic Ethnography: Focused Ethnography 
A major way that modern focused ethnography differs from the traditional 
ethnography of social Anthropology is that culture is not just equated with ethnicity 
but is conceptualized as the shared meanings that groups create. Focused 
ethnography aims to understand how particular groups create shared meanings 
(Scott-Jones & Watt, 2010). According to Blommaert and Dong (2010, p. 5), focused 
ethnography looks at the “complexity of separate social units”. As groups with 
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different experiences will ultimately differ, this methodological approach aims to 
show the different understandings of each group.   
Aligned with this shift in understanding of culture from ethnicity to shared 
understandings, compared to classic ethnography, focused ethnography means "we 
no longer need to travel to far-away places to study culture; nor is culture defined 
only along ethnic or geographical lines" (Mayan, 2009, p.37).  
Focused ethnography can therefore be used to understand the culture of a range of 
different phenomena such as workplaces, social groups and populations and sub-
populations. It differs from classic ethnography, which typically requires a person to 
observe and participate with a group for longer and the researcher usually needs to 
travel lengthy distances to study these groups (Murchison, 2010). In contrast, 
focused ethnography “is characterised by relatively short-term field visits (i.e. 
settings that are "part-time" rather than permanent)” (Knoblauch, 2005, para 2). 
However, “although data collection may be reduced to shorter visits, it demands a 
large amount of work in preparing and analysing data collected in the field” 
(Knoblauch, 2005, para 4). For example, focused ethnographic researchers gather 
data on social settings using a variety of methods and groups to understand how 
specific groups of people create meaning from their experience. 
This study aimed to explore the transition from school for autistic young people using 
a life course perspective by listening to those with experience of this transition. 
However, McDonald, Kidney and Patka (2012) argued that most research does not 
involve people with direct experience in the research process. They emphasised the 
need to consider the views of those who have direct lived experience to ensure we 
are conducting “safe and respectful research” (p. 1). Focused ethnography also 
gives a voice to the people involved directly. McDonald (2014) stated that most 
research reports “regarding education of students on the autism spectrum are written 
from the perspective of the educational professional and researcher” (p. 2). This 
perspective aligns with the principle of ‘Nothing About Us Without Us’, advocated by 
the disability movement, which encourages people living with disabilities to be 
involved in all policies and planning that affect their lives (McLure & Kosky, 2007). In 
particular, Reutlinger (2012) suggested that “critical theory and qualitative inquiry are 
needed to recognize and liberate voices (i.e., the “disabled voice”) from stereotyping 
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and discrimination in a normative society” (p. 4). With more research including the 
views of the people with lived experience, the stigma and discrimination towards 
people living with disabilities may decline.    
To highlight the active contribution that people made to this study, I purposefully 
decided not to use the word participant, but to use the ethnographic term informant. 
As Murchison (2010) explained, in an ethnographic approach, the term informant 
better captures a sense that those participating in the research are engaged in the 
active role of teaching (informing) about the phenomenon. This term also suggests 
that the researcher has developed a more personal relationship with the people 
involved in the research and the relationship is maintained for longer, compared to 
other research interactions.  
Consistent with this methodology, the young autistic people that I spoke to said that 
they objected to being referred to as a ‘participant’ in research projects. For example, 
in response to the presenters using the term ‘participants’ at an Autism conference, a 
group of autistic young adults made comments such as, “I hate it when they say we 
are participants” and that it makes him feel “less human” (PF, a young autistic male 
who also experienced anxiety and depression). Another suggested to me, “Don’t say 
clients or participants when you are talking about people in research. We are human 
beings, we are people first!” (KI, young autistic man who also experienced anxiety). 
Therefore, I have used the term informants to describe people who have informed 
my understanding of the topic. The decision to use this term aims to demonstrate the 
important role that a variety of people played in my research and the long-term 
contact I had with some of them. 
Conducting the Research 
Prior to conducting the research, ethical approval was obtained from The University 
of Queensland Behaviour and Social Sciences Ethical Research Committee 
(2010001324). Over the course of the research, a further four amendments were 
obtained (Appendix A). Promotion of the study primarily involved flyers that outlined 
the aim of the study and qualifiers such as potential informants living in the Brisbane 
area or surrounding suburbs who had an ASC or a diagnosis of ASD. 
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Other methods of promotion included direct contact with organisations and 
service providers to inform them of the study, word-of-mouth and promotion 
through online social media websites such as Facebook. Possible options for me 
to complete participant observations (for example, during social groups and 
programs through AQ or at independent secondary school transition meetings) 
were discussed and negotiated with the service providers. During participant 
observations, rapport was developed with members of the groups. Those 
members who were interested in participating in the study contacted me by either 
phone or email or approached me during the events or groups.  
Fieldwork collection started in 2012 as an MPhil and upgraded to a PhD. Data 
collection was collected over six years (from 2012 to 2017) using a variety of 
methods, such as interviews and discussions with people and observations during 
Autism-specific groups, conferences and school-based meetings. To develop an 
understanding of the transition from school for autistic young people, data were 
collected from three groups of people. Those involved in the study included autistic 
young people without intellectual impairment, parents and caregivers of autistic 
young people without intellectual impairment and professionals (such as teachers, 
employment agencies and case workers) who work with such autistic young people 
during or after the transition from school.  
For autistic young people to be eligible to participate in the study, the diagnosis of a 
‘High Functioning ASD’ was either confirmed using Gilliam Asperger’s Disorder 
Scale (GADS) (Gilliam, 2001) or, if the option of completing this assessment was not 
available, the diagnosis of ASD from a paediatrician or psychiatrist was confirmed 
with the organisation (i.e., the individual had a diagnosis and was eligible to access 
involvement with ASC specific services). Key informants also had to be currently 
experiencing or to have experienced the transition from school to a post-school 
option within 10 years. I engaged in information conversations with people 
opportunistically in various settings such as Autism-specific workshops such as Asia 
Pacific Autism Conference (APAC15 and APAC17), community organisations and 
social groups. Regarding these informal conversations, I used my clinical judgement 
as an occupational therapist in conjunction with people’s self-identification (of 
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Autism, Autistic, Asperger’s/ Aspie) to confirm their ASC without intellectual 
impairment. 
Consistent with focused ethnography (Higginbottom, Pillay & Boadu, 2013), the 
informants in this research were selected using purposive, snowball and 
opportunistic sampling. Purposive sampling refers to sampling that is deliberate and 
aims to include informants who can contribute to a rich understanding of the 
phenomenon. Snowball sampling involves identifying further informants from those 
who are already involved in the research. Opportunistic sampling occurs when 
potential participants are identified in circumstances that provide an opportunity to 
invite people to be informants in the research. For example, people participating in 
groups run by AQ were invited to participate in formal interviews. As the research 
progressed, additional informants were purposefully sought for theoretical and/ data 
driven reasons. For example, theory related to Autism suggests that females on the 
Autism spectrum are underrepresented in the research. This was further reinforced 
when I attended a social group for autistic young people. I soon realised that there 
were very few females involved in this social group. Because I wanted to understand 
the life trajectory for autistic young females, as literature and my own experience as 
an occupational therapist suggested that it may differ to that of autistic young males, 
I purposely sought interested females to share their Autism journeys. As Autism 
typically occurs more frequently in males, it was challenging locating autistic females 
to share their stories. 
One of the research methods that I drew from was an iterative process, comparing 
data collection and   analysis. During the early stages of the research, the researcher 
starts to undertake initial data analysis, using the technique of initial coding, and 
compares initial data collected with subsequent data to find similarities and 
differences. This, in turn, shapes further data collection, thus, setting up a process 
whereby data collection and analysis are mutually informing.  
The sampling process is shaped by a development of the collected understanding of 
the shared culture, whereby the researcher constantly compares new data with data 
already collected, with the aim of guiding further data collection (Strauss & Corbin, 
1990). As Gorra (2007) stated, “Concepts are initiated by the [informants] and further 
developed and conceptualised by the researcher” (p.87). As the aim of focused 
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ethnography is to understand the shared meanings that groups construct about their 
experience of the world, researchers work between what they observe and their 
discussions with informants regarding the meanings of those actions and events. 
Therefore, data collected earlier are followed up with informants to ensure that 
understanding of their meanings is accurate (Charmaz, 2006; Pettigrew, 2000).   
I completed observations and discussions with informants applied an iterative 
process to ensure that the information and my interpretations were meaningful and 
accurate. The initial comparisons made in the current project were between earlier 
interviews and observations and subsequent interviews and observations. 
Information and findings were also discussed with key people involved in the issue 
under study, such as Autism advocates, professionals and caregivers, to assess the 
accuracy of the interpretation and ensure the accuracy of my findings and 
interpretation, creating research findings that were trustworthy and extensive. 
To ensure rigor and trustworthiness, I adopted the following strategies identified by 
Guba and Lincoln (1985) as they have been stated to be the “standards for attaining 
rigor in qualitative inquiry” (Morse, 2015, p. 1214). These were prolonged 
engagement and persistent observation, negative case analysis, debriefing with 
others and member checking (Morse, 2015). 
Data Collection 
According to Hammersley (2006), the essential element of ethnography is this use of 
a variety of different data collection methods. Focused ethnographers use three main 
ways to gather information about culture and to answer the research questions, that 
is, 1) observation, 2) discussion, and 3) reflection (Creswell, 2013). This variety of 
techniques adds to the reliability and depth of the research. Focused ethnography 
aims to explore information that cannot be obtained easily through surveys 
(Murchison, 2010) such as aspects of culture that are understood by people in that 
culture and those that are not (Fetterman, 2010). Therefore, other methods are used 
to gain “first hand” experiences with informants to witness “culture in action” 
(Murchison, 2010, p. 13).  
I collected data from 2012 to 2017 (inclusive) and a total of 73 informants were 
involved in this research. This included interviews and discussions with and 
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observations of informants including autistic young people (15 males and 13 
females), parents and caregivers of an autistic young person (20 mothers, 1 father 
and 1 sister), and professionals (23 professionals) who had experience working with 
autistic young people (an overview of the informants can be found in Appendix C). In 
the role of “observer-as-participant” (Higginbottom, Pillay & Boadu, 2013, p. 5), I 
completed observations during Autism-specific groups (social groups and school 
transition programs), conferences and workshops and school-based meetings. 
During conferences and workshops, I met a variety of people with whom I continued 
to maintain contact over several years. This ensured I developed rapport and had an 
accurate and detailed understanding of their experiences. People that I spoke with 
informally at events such as conferences gave verbal permission to quote from these 
conversations in the research. I was also informed by my own experiences as a 
paediatric occupational therapist. Families with whom I worked as an occupational 
therapist also gave verbal and/or written consent to include quotes in this research. 
The autistic young informants involved in the current study had received a diagnosis 
using the previous DSM-IV and, therefore, described themselves as having 
diagnoses that are not consistent with the current DSM-V. These included AS (or 
Aspie), High Functioning ASD, autistic or PDD-NOS. However, for this research, I 
have used the term autistic young person, to describe people on the Autism 
spectrum without intellectual impairment. An overview of  
Exploring the Shared Culture in Focused Ethnography Using Participant Observation  
To understand the complexity of experience, spending time in the actual situations is 
a key way of collecting data in focused ethnography. This process is referred to as 
Participant Observation. As Blommaert (2006) described, ethnography aims to 
“describe the apparently messy and complex activities that make up social action, 
not to reduce their complexity but to describe and explain it” (p. 14). Blommaert 
(2006) further explained this process using the analogy of a soccer game: 
All the players are constantly monitoring each other, and the coach does the 
same, shouting instructions to players from the sideline whenever he spots a 
potential problem. All of this happens at the same time, it is a series of 
seemingly unrelated – but obviously related – activities, very hard to describe 
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in a linear and coherent narrative because as an activity it is not linear and 
coherent but multiple, layered, chequered, unstable. A full account of a soccer 
game should include all of that, for all of it is essential in understanding what 
happens during the game. Players usually do not arrive at particular positions 
by accident or luck; they are there because of the complex interlocking 
activities that produce the game. (p. 13) 
As the soccer metaphor demonstrates, social life is complex and multi-layered. 
Focused ethnography relies on participant observations within the natural setting of 
the group to understand the sometimes complex, lived experience of the informants 
(Creswell, 2013). It can allow the researcher to learn about the informants’ shared 
understanding, including explicit or tacit dimensions of the culture that the informants 
may or may not articulate (Fetterman, 2010). 
Researchers using focused ethnography may experience some challenges collecting 
and analysing data accurately due to their involvement with the group (Speziale & 
Carpenter, 2007). Difficulties can result from competing assumptions of the “emic” 
(an insider’s view) and “etic” view (an outsider’s view) in understanding the role of 
culture (Parse, 2001). In Malinowski’s (1922) more dated language, these two 
approaches follow cultural Anthropologists’ aim in understanding the culture from 
"the native's point of view, his relation to life, to realise his vision of his world" (p. 25). 
Researchers decide where their research fits along the continuum from complete 
participation (emic/ insider) to complete observations (etic/ outsider) based on the 
nature of the study. However, Murchison (2010) warned researchers not to become 
too inflexible in their distinction between emic and etic as it can impact on their ability 
to identify “shared experiences or the nuances of identity and group membership” (p. 
86).  
Because focused ethnography uses shorter ‘time in the field’ than classic 
ethnography, the problems that arise from complete participation are less common. 
In addition, in this current study, I was not an insider to the culture of autistic young 
people and their parents and caregivers and had an etic perspective. As an 
occupational therapist, however, I was an insider to the group of professionals 
working with these people as clients, and, therefore, had an emic perspective in this 
regard. Focused ethnographic research also requires a level of background 
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knowledge of the topic in order to focus on one particular topic (Knoblauch, 2005, 
para 20). This is often contrasted with classic ethnography. For example, Spradley 
(1980), a well-known anthropologist, suggested that “The more you know about a 
situation as an ordinary participant the more difficult it is to study it as an 
ethnographer… the less familiar you are with a social situation the more you are able 
to see the tacit cultural rules at work” (p. 61-62). In my situation, I had extensive 
background knowledge of the topic through working as a paediatric occupational 
therapist and worked with many autistic children and their families. From working 
with them, I was aware of the issues many faced. My disciplinary background also 
gave me a different ‘cultural’ background to the professionals that were informants in 
my research, as they were educators working in primary and secondary schools, 
allied health workers (such as other occupational therapists and speech-language 
pathologists), workplace transition officers, Vocational Educational and Training 
(VET) professionals and other specialists working with autistic young people (i.e., 
organisers of social groups and transition programs). However, I also kept a 
researcher journal in which I recorded my thoughts and feelings and had regular 
discussions with my postgraduate advisors to highlight my own assumptions. 
Although the current study ensured that the informants’ voices were heard, my role 
as the researcher (a trained health professional and an individual without an ASC) 
also played a vital role in the end product. In my research, I aimed to build close 
rapport with the groups and informants, by listening to their stories and interpreting 
this information, to “offer a journey to the reader into an interesting and different 
place” (Urban, 2008, p. 31). This rapport was also achieved by forming a research 
relationship with the informants over a long period of time.  
Participant Observations with Autistic Young People 
Autistic young people have difficulties with social interaction and communication and 
the presence of restricted, repetitive and stereotyped patterns of behaviour, interests 
and activities (American Psychiatric Association, 2013). Autistic young people with 
no intellectual impairment may be highly verbal and yet still have difficulty using their 
language skills for social communication, such as social-emotional reciprocity, which 
supports people to engage in reciprocal conversations (American Psychiatric 
Association, 2013). In addition, autistic young people may present with challenges in 
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non-verbal communication (e.g., eye contact, understanding and use of gestures, 
and difficulties using facial expression). These challenges result in autistic people 
having difficulties developing meaningful relationships. In addition, autistic young 
people have difficulties in sensory processing (how they perceive sensory input), 
restricted interests and difficulties adapting to changes in routine (American 
Psychiatric Association, 2013).  
Due to the social and communication challenges that autistic young people 
experience, common methods of eliciting meaning such as in-depth interviews were 
unlikely to be appropriate for this research. Instead, it was important to be able to 
discuss issues with autistic young people in the actual context in which they were 
experiencing them as this provided them with contextual cues that they would not 
have access to when trying to recall their experiences. 
In general, I found that participant observations were an effective way to gain 
perspectives from autistic young people, who have difficulty with personal reflection 
on past events and recall (Wojcik, Moulin & Souchay, 2013). Being in the actual 
context helped informants talk about their experiences. This was important as this 
population’s primary way of communicating is not consistent with prolonged 
interviews. Charmaz (2006, 2014) wrote that each ethnographic researcher will 
experience a situation differently, for example, some may easily capture the 
informants’ experiences, as the informants are enthusiastic to share their story. 
Other researchers however, may experience a more challenging process. I found it 
very easy to talk with autistic young people and their parents and carers about their 
experiences, because I was aware of many of the issues they faced and I wanted to 
hear their perspective on and experiences of the transition from school into new 
roles.  
The focused ethnographic method of participant observation meant that autistic 
young people who attended various groups targeting autistic young people were 
eligible to participate in the study. Throughout the data collection process I was 
involved with two main groups organised by AQ in Brisbane, Australia. These were a 
social group and a post-school transition program for young adults on the Autism 
spectrum. In these two groups, I undertook an observer-as-participant role 
(Higginbottom, Pillay & Boadu, 2013).  
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The first was a social group run by AQ. This social group ran throughout the school 
term and I was involved in this group weekly, for a full 10-week term. Members of the 
group met each week on a Thursday night at a local shopping centre. I gradually 
built rapport with all members of the group, by sitting with them in the food court and 
talking about our week, our interests and family and life goals. In line with a focused 
ethnographic approach, I became a participant of the group and started to record the 
“life of” the group (Charmaz, 2006, p. 21). I conducted participant observations 
throughout my ten-week involvement, which established rapport prior to engaging in 
any initial interviews. This was aimed at minimising potential anxiety associated with 
the research and to gain some knowledge about the broader context of each 
member’s lives. Once rapport was established with frequent members of the group 
(i.e., those who attended the group most weeks), individuals were invited to 
participate in semi-structured interviews which were audio recorded, transcribed by 
the researcher and returned to the interviewee for member checking. Facebook and 
electronic mail was also used to follow-up with key informants in the group. Contact 
with the organisers of the group was also completed to follow-up with certain 
informants.  
The second group I was involved with participant observations in was a post-school 
training program called ‘Studio G’ (through AQ) in Brisbane. Studio G is a transition 
program for people between the ages of 16 and 24 years that utilises members’ 
strengths and interests in developing employability skills. Similar to the social group, 
I attended classes and engaged in discussions and interviews with members of this 
group. I was involved in this group intermittently from November 2014 to August 
2016. Throughout this time, I developed rapport with the organisers of the group and 
specific members of the group.   
In addition, I made informal observations and had informal conversations at 
workshops and conferences in the role of participant-as-observer (Higginbottom, 
Pillay & Boadu, 2013). I also completed observations during school transition 
meetings. These observations were conducted at independent schools during the 
twice-yearly transition meetings with students who were completing senior schooling. 
I obtained informed consent from autistic young people and parents and caregivers 
and the school staff. These observations aimed to understand the perspective on the 
nature of support that is provided in Queensland secondary schools.      
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For each of these participant observation experiences, at Autism-specific groups and 
schools, conferences and workshops, I completed field notes and, using an iterative 
process started initial coding of them. This highlighted additional information that 
needed to be collected. For example, using an iterative process I identified the need 
to collect more information from autistic young people and families that experienced 
a positive transition from school, as many of the people I spoke with shared 
challenging experiences during their transition from school. I also identified the need 
to collect more information in relation to autistic young females as they were 
underrepresented in my data. I then purposefully identified autistic young females to 
share their story and experiences.  
To ensure rigour and accuracy of information and interpretation, I shared my 
interpretations with informants (i.e., factors to consider when addressing transitioning 
from school and outcomes related to late diagnoses for autistic young females). This 
member checking process was completed using discussions with these key 
informants, in which I intentionally spoke to people about my understanding of issues 
and asked them their opinions of these interpretations to gain their reflections on my 
interpretations. I approached these discussions in the role of a person learning about 
the topic from those with more expertise and experience. In response, informants 
seemed open and honest about their opinions. As this research was conducted over 
a prolonged period, member checking was continued over several years. For 
example, I engaged in discussions with the same key informants at recurrent 
conferences, such as APAC 2015 and then again at APAC 2017.   
My main way of making records from ‘the field’ was through field notes. While 
focused ethnography is often characterised by the use of recording devices such as 
video cameras (Higginbottom, Pillay & Boadu, 2013, Knoblauch, 2005), I found that 
maintaining the authentic nature of the actual environment, rather than introducing 
an intrusive recording device, facilitated open discussions with people. To ensure 
that the research was carried out ethically and there was no deception, I ensured 
that the people I spoke with knew that I was doing research and were happy for me 
to include their responses, views and narrated experiences in my research. I also 
collected data over a prolonged period of time to ensure that my findings were richly 
ethnographic. Only informant interviews were audio-recorded, as I discuss next.  
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Semi-structured Informant Interviews   
Charmaz (2006) stated that data collection needs to involve further methods other 
than participant observations to develop an understanding of “the round of life” (p. 
21) happening within the group. Apart from participant observation in authentic 
settings, I conducted semi-structured interviews (between September 2012 to 
February 2014) with autistic young people, parents and carers and professionals 
involved in supporting autistic young people and their families in the transition from 
school. These were audio-recorded and transcribed by the researcher and were 
completed by the end of 2014. Prior to undertaking audio-recorded interviews, I 
obtained informed, written consent from those agreeing to participate in interviews.  
I ensured the informants freely consented to participate in interviews by providing 
those interested, such as parents and caregivers, autistic young people, and 
professionals, with information sheets using plain language and diagrams to assist 
them to make a free and informed decision. Information sheets outlined the aims of 
the research, any potential burdens and the future benefits. Interested people were 
informed that participation was voluntary and that they were able to withdraw from 
the research project without any need to provide reasons or justifications for their 
decision. In the process of seeking informed consent, people interested in the study 
had the study verbally explained and adequate time was allocated for them to ask 
questions regarding the research and to receive answers. If they preferred, the 
autistic young people were provided with the option of having a significant other 
present when the study was being explained and consent was being sought. If the 
person agreed to participate, written consent was obtained by signing the consent 
forms.  
Interviews with Autistic Young People  
Interviews with autistic young people (Appendix A) involved in the AQ social groups 
were the first to be conducted. These key informant interviews were particularly 
useful in the earlier stages of the research to develop an understanding of the nature 
of the transition from school for autistic young people.  
Interview questions were developed by the research team to reflect the current 
literature and their clinical experiences. The interview questions related to how the 
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autistic young people occupied their time since leaving school, life goals related to 
their post-school dreams and their plans to achieve these goals, and previous school 
and work experiences (see Appendix A). Examples of questions are: “What support 
do/ did you receive at school to help you identify what you wanted to when you left 
school?”, “What did you think you would be doing/ want to be doing when you left 
school?”, “Are you happy with what you have done/ achieved?”, “Where do you see 
yourself Tomorrow? Next week? 3 months from now?” Questions were adjusted for 
each informant based on their experiences, for example, if the person was engaged 
in work or further study or if the person had communication preferences (e.g., visual 
supports on the iPad were used).   
Interviews with autistic young people were conducted by withdrawing individuals 
from the social group and meeting in a nearby coffee shop. This location provided a 
familiar setting and aimed to reduce anxiety regarding the interview for the young 
person. The length of the interview was dependent upon the young person’s ability to 
sustain attention and focus on the questions. Furthermore, as autistic individuals 
may have difficulties understanding non-verbal social cues and initiating and 
maintaining conversations, a number of strategies were used during the interview 
phase to ensure the quality of information and support the young person to feel 
comfortable and engaged during the interview.  
For example, specific tools were used during interviews, such as picture cues to 
assist autistic young people to understand what was being asked of them and to 
provide responses that reflected their intentions and meanings. These images were 
also displayed on an iPad (see Figure 3.1) and on a timeline (see Figure 3.2) to 
support the informants to lead the conversation. 
 
 
 
 
 
 
Figure 3.1. iPad visual support offered to autistic young people during interviews. 
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Figure 3.2. Timeline used during interviews with autistic young people. 
In addition to these visual cues, separate cards outlining various occupations (Figure 
3.3) were used to support discussion around the young person’s post-school 
preferences. The decision to use these supports was discussed with the autistic 
young person and offered at the start of the interview.   
 
Figure 3.3. Occupation cards used with autistic young people during interviews to 
support discussion around the young person’s post-school preferences. 
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Online Focused Ethnography / Expanded Ethnography: The use of Online 
Interviewing and Facebook  
Several challenges were encountered and a number of strategies adopted when 
collecting data from autistic young people. Online focused ethnography was used to 
develop an understanding of the shared culture of the experiences of transition from 
school for autistic young people. According to Beneito-Montagut (2011), 
“Ethnography analyses human practices in the context of culture and now the 
internet is part of our culture” (p. 718). For some autistic young people involved in 
this study, the internet seemed to be the preferred method of communication as it 
appeared to “lessen the emotional, social and time pressures experienced in offline 
situations” (Benford & Standen, 2009, p. 44).   
Online focused ethnography has recently been referred to as ‘Expanded 
Ethnography’, termed by Beneito-Montagut (2011) as “following the users and 
spreading out the research field to all the Social Information and Communication 
Technologies participants employ in their interpersonal communications every day” 
(p. 731). Typically, online focused ethnography has been used for websites, chats, 
blogs and online forums where researchers are unable to be physically present 
(Beneito-Montagut, 2011; Hine, 2000). There are many websites and blogs created 
by Autism advocates to develop an online Autism community. Goodman (2006) 
states that these sites, “are designed as a space for Autistics to ‘gather’ as a 
community to discuss various issues” (p. 2).  
Many autistic young people said they felt more comfortable using online chat rooms 
(such as Facebook messaging) because of anxiety related to face-to-face 
interactions. For example, OB an autistic man who was identified as autistic later in 
his life, said he preferred to contact me using Facebook because using the “phone 
can ordinarily be too much for me if I'm having a social anxiety day or two”. Similarly, 
when talking about the use of social media for autistic people, AJ, an Autism 
advocate and autistic young woman said, “Many autistic people prefer using typed 
communication as well, which means social media would often be a preferred 
medium for conversation anyway. This allows people to be more confident than they 
might be in a face-to-face context like a conference”. Online focused ethnography 
also provided the informants with more time to process the questions being asked. 
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As proposed by Meho (2005), informants were also provided with the opportunity to 
choose electronic mail interviewing as an alternative method of data collection, 
should they feel uncomfortable with the social demands of a face-to-face interview.   
A secret Facebook page with a discussion board was developed and members were 
invited to join the site to share their experiences of the transition from school. 
Facebook is available across all devices (phones, iPads) and not just exclusively 
accessible on computers. This provided a convenient and safe space for informants 
to share with others their thoughts, experiences and advice in relation to the 
transition to work, training or further education after high school. Because of the 
availability of technology to access this site, it also allowed research informants to 
contribute their views in contexts in which the experience was occurring.  
In summary, the use of focused ethnography and online or expanded ethnography 
(Beneito-Montagut, 2011) in the current study, aimed to provide an in-depth 
understanding of the culture of the transition from school process in a generationally 
appropriate way for autistic young people. As most of the informants were within the 
ages of 17 and 30 years of age, according to Pangrazio (2013, p. 34), young adults 
are at the top of the “hierarchy of dependence, mastery, and awareness of 
technology”.   
Interviews with Parents and Caregivers  
Parents and caregivers, who attended the various ASC-specific groups, were also 
invited to participate in a formal discussion regarding their experiences of the 
transition from school for the autistic young person in their care. These interviews 
with parents and caregivers were completed either during the social groups or at a 
location chosen by the informant (e.g., their home) and were also audio-recorded 
and transcribed by the researcher and returned to informants for member checking. 
Member checking was completed through informal discussions with informants’ 
summaries of my analysis and emerging understanding. Participation in member 
checking was influenced by opportunities to engage in discussions during social 
groups, transition from school programs and workshops. 
The initial interview questions (see Appendix A) included broad open-ended 
questions addressing their child’s history, secondary school experience and 
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preparation for the transition from school, post-school experiences and other 
additional information to gain a broad understanding of the young person’s post-
school journey (e.g., “What post-school option/s are they currently engaging in?”, 
“What are their hobbies/ interest areas?”, “How do they go with making decisions 
and setting goals that need to be made about their life?”, “Please tell me about how 
[child’s name] secondary school helped prepare them for life after school”). The 
parent and caregiver interview schedule was piloted with one informant and the 
questions were then refined to ensure the questions were relevant. The timeline 
offered to autistic young people during interviews was also offered to caregivers to 
guide this discussion (see Figure 3.2).  
All interviews with parents and caregivers aimed to elicit information about their 
experiences of their children’s transition from school and their perceptions of the 
factors that helped and hindered this transition. Autism diagnoses of the children 
were confirmed, as all families were receiving services from specific organisations 
that required the children to have an ASC.  
The use of the Facebook site was also open to caregivers and professionals to 
express their thoughts on the post-school transition for autistic young people. 
However, this page was not consistently used by caregivers of the group. Rather, 
autistic young people and online advocates where the main informants to use this 
page to share relevant posts. The use of a Facebook page or an online resource for 
caregivers may be something to consider for future projects. 
Interviews with Professionals  
Key people from organisations who had direct experience working with autistic 
young people and families during the transition from school were invited to complete 
a single individual semi-structured interview. Examples of organisations included: 
Asperger Services Australia (Asperger Syndrome Support Network QLD Inc), ‘Minds 
& Hearts’ clinic (a private practice specialising in AS and Autism), AQ, Autism 
Association of Western Australia, Support groups for autistic individuals including 
Facebook groups (e.g., Brisbane Asperger Syndrome Adults), transition support 
officers employed through independent schools around Brisbane and University of 
Queensland’s Asperger Support Group.  
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The interviews were approximately one hour and addressed their experiences of 
teaching, hiring and/or working with autistic young people in tertiary institutions or the 
workplace (see Appendix A). Questions included ‘What type of support do you 
provide in this role?’, ‘How do you support young people during the post-school 
transition?’, ‘Why do you choose to use this framework or approach when working 
with young people on the Autism spectrum? (i.e., literature, procedure of service 
provider etc.)’ and ‘What factors have you found to be the most effective when 
preparing a young person on the Autism spectrum for life after high school?’. In 
addition, for some professionals and other informants in the study, online 
discussions were completed.  
Data Analysis  
In analysing the data gained from this focused ethnography, I used the five steps 
outlined by Roper and Shapira (2000). These are: 1) Coding for descriptive labels, 2) 
Sorting for patterns, 3) Identifying negative and comparison cases, 4) Generalising 
constructs and theories, and 5) Memoing: Making reflective remarks. This approach 
was particularly appropriate as all my data was “in the form of written words” (p. 94) 
(field notes and transcribed interviews).  
Roper and Shapira (2000) explained that the general principles underpinning 
ethnographic analysis are that: it is an inductive process, data analysis begins while 
data is being analysed and analysis moves from classifying material to more abstract 
generalisations. Immersion in the data by frequently reviewing written records 
underpins the process of data analysis. They emphasise that these steps are not 
undertaken sequentially, giving the example that memoing, while listed as the fifth 
step, occurs throughout the whole research process. 
Coding for descriptive labels refers to the initial coding process of highlighting key 
words or phrases in data segments and then gradually grouping these together into 
labels. This allowed me to start to see experiences that were common for autistic 
young people and their families. For example, in step one, key words and phrases 
identified were ‘nobody listened to me’, ‘uncertain about my future' and ‘school was 
stressful’, which became broader labels in step two relating to school experiences.  
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Sorting for patterns involves grouping descriptive labels in order to start seeing the 
patterns that are emerging across codes. As Roper and Shapira (2000) explained, 
“You begin to develop themes that fit the data you have collected, get a more global 
picture of why things happen as they do, and explain recurring relationships between 
people in your study” (p. 98). One strong example from my research was that I 
started to see that autistic young females were often very good at camouflaging their 
difficulties, and this generally led to later diagnosis, which prevented them from 
feeling the sense of belonging they felt when connecting with others who were like 
them. 
I then actively searched through my data for information that did not fit the patterns 
that I was seeing emerging (negative cases). For example, I could see a pattern 
emerging in my data of people viewing autistic characteristics as part of the person, 
rather than a problem to be cured. Consequently, I purposely sought informant 
comments that did not align with this. However, I only found one person who took 
such a view. Therefore, it confirmed that this was an important pattern in my data. It 
also assisted me in identifying a limitation of my research, that it did not address 
people who had this understanding of diagnosis, as I had chosen not to pursue that 
direction in my research.   
The process of ethnographic coding involves systematically working from records of 
observations and descriptions of experience and perceptions (in the case of this 
research, my own field notes and transcriptions from interviews) and making 
connections with broader abstract concepts and theoretical constructs. As Roper and 
Shapira (2000) explained, this process aims to “find linkages between the emic 
meanings and worldview of study participants and your etic interpretations of those 
meanings” (p. 100). While collecting data, I listened carefully to the perspectives of 
informants to ensure I gained an understanding of their perspectives. However, I had 
commenced this research with a life course perspective, so this was the primary 
theory that shaped that part of the data analysis process that involved linking the 
data to theories and constructs. In the discussion chapter of this thesis, I discuss my 
findings in relation to the principles of life course theory. 
Throughout this research, I kept memos of my thoughts and feelings as I attended 
various Autism groups, workshops and conferences, and spoke to people informally 
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and in formal interviews. In these memos, I also recorded ideas and insights 
developed when analysing data, as well as decisions I made about data collection. 
As Roper and Shapira (2000) recommended, I was careful to write memos in a way 
that made it clear that they were my impressions, rather than data, and that I 
recorded my thoughts about directions the research could take that might be fruitful 
and to gradually refine the information on the shared culture based on data that was 
collected (Figure 3.4). 
Figure 3.4. An example of a memo. 
SB and I had organised the week before, to meet outside the coffee shop 
where the weekly social group attends (in the food court). He was late and 
appeared slightly anxious and apologised for being late. It was also quite 
noisy at the front of the coffee shop, so we sat at the back where it was 
quieter. SB said he was sightly nervous about meeting with me. I explained 
more about what we would be discussing and used the visuals to structure the 
conversation. After this, SB appeared to feel more comfortable and initiated a 
discussion with me about his school experiences.  
As I listened to SB share his experiences, there seemed to be a common 
theme of ‘not being listened to’ or heard. SB often spoke about the lack of 
support he was provided at school and the stress he experienced as a result. I 
asked about the key areas he found most stressful and SB shared that he 
found it stressful identifying subjects to support him to obtain a job after 
school. I thought this comment about choosing subjects to prepare for work or 
further study after school, was interesting, as it is something all students’ 
experience. This made me wonder about what supports are provided early in 
secondary school, to students who have a verification or a diagnosis, to 
prepare for the transition from school. 
At times, I found SB’s school experiences quite upsetting to hear. There were 
some moments in our conversation where SB appeared to become upset (i.e., 
appeared teary, his voice became louder), at which point I listened and asked 
if he would like to continue the discussion. At one point, we stopped the 
conversation to buy a hot drink. Shortly after, another member of the group 
came over and we all continued discussing what school-based supports 
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would be effective in supporting students with a diagnosis of ASD. They both 
shared similar views, suggesting that secondary schools need to provide 
more individualised supports. SB and the other member of the social group 
also spoke about the importance of listening to the students’ thoughts on 
areas they would like to pursue after school and how important interests are in 
motivating someone to engage in work. I thought this topic of using interests 
to support the transition from school, was particularly interesting as it has 
been identified by numerous other people I have spoken with. SB ended the 
conversation by saying, “thank you for listening to me”. We then joined the 
rest of the group in the food court.  
 
Throughout this research, I was also working as an occupational therapist, often with 
families with autistic children and adolescents. Whilst I was analysing the data, I kept 
weekly observations, feelings and reflections of the experiences of these families. 
These reflections were valuable to the research process as they facilitated a deep 
understanding of the key areas that were important to people with direct lived 
experiences.  
Conclusion  
Overall, a focused ethnographic approach, employing a variety of methods to collect 
data, drawing upon participant observations, semi-structured and unstructured 
interviews, and online data collection methods, was used to develop a thorough 
understanding of the transition from school to post-school options for autistic young 
people. This chapter provided details of each of the three informant groups recruited, 
including autistic young people, parents and caregivers with an autistic young 
person in their care and professionals who work with autistic young people during 
the transition from school. Finally, it discussed the methods used to collect, record 
and analyse the data. The results are presented in the following chapters.  
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CHAPTER 4 
RESULTS 
“Autistic people are valuable, worthy, sensitive, intelligent, interesting, good 
friends, good partners (and not so good for that matter). We are humans with all the 
range of human qualities, foibles, interests, genders, sexual preferences, values, 
beliefs and quirks. We are not children in adult bodies. We are not nature sprites, 
‘brave’ and our experiences and lives should not be used as ‘inspiration porn’. And 
don’t get me started on puzzle pieces” 
(Purkis, 2015b, para 9) 
This study took a life course perspective on the transition from school. A life course 
perspective assumes that life transitions must be understood in terms of the social 
context in which they occur, as well as people’s earlier life experiences. This study 
found that the transition from school for autistic young people was profoundly 
influenced by their experiences of schooling (not just at the time of transition from 
school). Further, the transition from school was influenced by the autistic young 
person’s expectations, and the expectations of their parents and caregivers, 
regarding life after school and the various ways that Autism was understood in their 
immediate and broader social context. These issues are intertwined and combine in 
different ways to influence the transition from school for individual autistic young 
people. 
The following two chapters (chapters 4 and 5) outline the results of the research. 
Throughout these chapters, I have used quotes from autistic young people, parents 
and caregivers and professionals to construct an understanding, based on their 
perceptions and experiences, of the transition from school for autistic young people. I 
have used two capital letters as a way of denoting different informants. People’s 
stories and experiences from blogs and social media posts on platforms such as 
Facebook have also been included in these chapters. These were included as very 
few research articles and journals referenced topics such as identity-first language, 
Autism culture and normalisation. The fact that autistic young people and autistic 
advocates create these blogs and websites suggests that these topics are important 
issues for many people in the Autism community. Furthermore, Goodman (2006) 
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claimed that social media and blogs provide a, “chorus of voices that best 
represented the insights of being a HFA [High Functioning Autistic person– severity 
level 1 in the DSM-V] in today’s society” (p. 5).   
The first chapter of the results section titled, ‘Schooling Experiences and 
Expectations: The Transition from School’, describes the perception of mainstream 
education from the perspective of autistic young people, parents and caregivers and 
school staff. Following this, the expectations from parents and caregivers and autistic 
young people to engage in adult roles once they leave school, such as a worker or 
tertiary student, is outlined. The benefits of employment are also discussed, which 
appear to be more in relation to self-esteem and purpose, than financial benefits. 
Different perceptions of government funding such as the Disability Support Pension 
(DSP) was another key finding in this research. Lastly, I outline the importance of 
greater awareness and understanding of Autism within the workplace and identify 
seven supportive factors to a successful transition from school for autistic young 
people. These include 1) Having families who provide positive support and 
advocacy, 2) Learning to self-advocate, 3) Accessing the right supports at school, 4) 
Using strengths and passionate interests, 5) Mentoring, 6) Self-employment, and 7) 
Autism awareness and acceptance. 
Chapter 5 titled, ‘The Outcome of Greater Understanding and Embracing the Autistic 
Culture’ includes people’s perceptions and understanding of Autism. I outline 
parents’ and caregivers’ experiences in seeking a diagnosis of Autism for their child 
and how the diagnosis provided greater support and understanding of differences at 
school. I then describe the consequences of a late diagnosis for autistic young 
people and the value of a diagnosis on a person’s identity. With a diagnosis, people 
also described feeling part of a culture and group of people who shared similarities. 
At the end of this chapter, I present the social coping strategies people employed to 
feel accepted within mainstream society.   
SCHOOLING EXPERIENCES AND EXPECTATIONS: THE TRANSITION FROM 
SCHOOL  
Schooling is part of an ordinary life trajectory and “the few years immediately 
following the age at which students typically exit from high school are a pivotal time 
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for all youths” (Shattuck, Wagner, Narendorf, Sterzing & Hensley, 2011, p. 141). 
After attending school, most young people are expected to transition into either 
further study or employment. However, many autistic young people experience a 
different post-school journey. For some, they can experience many challenges at 
school including, learning difficulties, the sensory-environment, peer acceptance and 
bullying, challenges in regulating emotions and behavior, and challenges with 
frequent changes and coping with these changes (Howe & Stagg, 2016; Humphrey 
& Lewis, 2008; Saggers, Hwang & Mercer, 2011). 
Consequently, they may exit from school earlier than most other young people or 
they may choose to engage in alternative educational pathways such as distance 
education or enrollment in TAFE courses instead of school. Once they leave school, 
they may experience challenges with engaging in further study or obtaining and 
maintaining employment. It seems that, for many autistic people, their post-school 
journey is challenging and many will have a delayed transition into employment and 
independent living, if at all.  
The Outcome of Different Schooling Options  
Teachers, parents and caregivers and autistic young people discussed the various 
schooling options for students on the Autism spectrum. The topic most often 
discussed was the decision regarding whether to send a particular autistic child to a 
mainstream school (i.e., classrooms with mostly students without Autism) or a school 
for children with disabilities. In Queensland, schools receive additional funding if they 
have students with verified disabilities (i.e., a recognised diagnosis of ASD, hearing 
or vision impairment, intellectual impairment or speech-language disabilities). This 
additional support may include individual assistance in the classroom or support 
provided in a small group separate from their peers. 
When schooling options were discussed with parents and caregivers, they identified 
various factors that influenced their decision to enrol their children in a particular 
school. These factors included proximity to schools, what they had heard through 
word-of-mouth regarding the resources available at the school and where their 
siblings attended school. One mother, JS, who had three children with two already 
enrolled in the local school, said she experienced difficulties when attempting to 
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enrol her youngest son at the same school. JS said her youngest son had received 
an Autism diagnosis just before his fourth birthday. She shared, “I wasn’t really 
concerned at the time that they wouldn’t accept him into the school because I had 
my two other kids at the school”. However, when enquiring about enrolling her 
youngest son into the school, JS was told by school staff that they could not provide 
the appropriate supports for her son and he would not be enrolled in the school. JS 
was told to explore other options for her youngest son: 
 I couldn’t believe it when they said to me that they wouldn’t enrol him because 
 he was autistic. I wanted him in a school with other kids who were, well you 
 know, normal or didn’t have autism. So I took all of my kids out of that school 
 and we were accepted into another school just down the road. Best decision I 
 ever made. 
Regarding special education programs, a large number of parents and teachers said 
that, for some children on the Autism spectrum, it is more appropriate for them to be 
included in all tasks within the classroom than separated from their peers. They felt 
this would also increase acceptance among peers. For example, LH (a mother to a 
daughter on the Autism spectrum) said, “I think she needs some one-on-one stuff but 
she needs to be included with the other kids so she can make friends and not feel so 
[pause] different”. However, for some children and young people on the Autism 
spectrum, the levels of anxiety they may experience in a mainstream classroom can 
create challenges. Small group work or individual instruction can often be more 
effective.   
Some autistic young people, who had attended a mainstream school participated in 
a special education program, said they felt they did not belong in the special 
education program as they needed more specific assistance with social skills and 
understanding emotions, rather than requiring support for academic work. One 
autistic young person said that he felt nothing was achieved when participating in a 
special education program, and explained, “I just sat on a bean bag with an iPad all 
day and they wondered why I’d run away” (BA). Similarly, IG, an autistic young 
female who also has AD/HD, described her experience at a school sports day (an 
event where children participate in various sports). She was instructed by one of the 
teachers to stay with the children who were involved in, what the school called, 
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‘Special Education’. IG said, “I was asked by the other kids why I was standing with 
the kids from the Special Education Unit. I said because I am autistic. They just 
didn’t understand because I must seem so normal”. IG said she desperately wanted 
to appear ‘normal’ and she said she felt segregated by her peers throughout her 
involvement in the schools Special Education Unit.   
However, other parents and caregivers and autistic young people, believed that an 
Autism-specific school was more appropriate as they were able to spend time with 
other students on the Autism spectrum, “with others who just got me” (MG, a young 
autistic male). Parents and caregivers spoke about witnessing how isolated their 
children felt at times during their mainstream schooling. For example, YA a mother 
with a daughter on the Autism spectrum said, “I think the most important thing in life 
is to have friends. At a mainstream school it was a nightmare. She didn’t have any 
friends there, the other kids were horrible. But at the other school she had friends 
that were like her. It’s the isolation that is terrible”. Several autistic young people told 
me their stories of feeling isolated throughout their schooling in mainstream 
classrooms. One autistic female said, “I started desperately wanting to belong and fit 
in but I never really achieved that all through high school” (AJ).   
School Staff Experiences  
School staff proposed that an Autism diagnosis can provide support and 
understanding of differences and challenges as it can change the way the child is 
viewed in the school community. For example, rather than being perceived as a 
naughty or difficult student they are seen as the student who needs a slightly 
different approach to teaching. Teachers said it was usually children who were not 
yet diagnosed as being on the Autism spectrum who were more challenging, as they 
did not receive the necessary understanding or supports at school or outside of 
school. For example, HW (an early year’s teacher in a mainstream school) shared 
this perspective, “He [student with a verified disability] is not my main concern, but I 
get a lot of help from people, like visits to the classroom and special equipment. But 
he is not my main concern”. HW then identified a separate student in her class 
without a diagnosis saying, “as more difficult to manage and teach, but he doesn’t 
have a diagnosis or anything. No support, yet he is so challenging to manage in the 
classroom”. Some schools would creatively redistribute funding for children who 
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were in the process of receiving a diagnosis (but not yet confirmed). Overall, school 
staff felt under-resourced to effectively teach students in their classroom who 
displayed autistic qualities. 
School staff also discussed their experiences when a student in their classroom was 
diagnosed as being on the Autism spectrum. School staff (particularly the early 
year’s teachers) said they were often in a difficult position when discussing their 
concerns with parents and caregivers, as many teachers said they found it 
challenging to suggest to some parents that their child be assessed by a healthcare 
professional, “Even if I think they may have ASD, I can’t say anything. Some parents 
don’t know because it is their first child and you know, you just can’t see it in your 
own child. But then they keep struggling and it’s really hard on everyone” (GD, a 
grade 3 teacher in a mainstream school).  
Teachers felt their observations of, and concerns regarding a child’s behaviour and 
performance at school, were not always acknowledged by healthcare professionals 
during the diagnostic process. One teacher said, “I wrote a letter to the paediatrician 
with my concerns and they didn’t even read it. There is something not right with this 
child but they came out of the appointment without a diagnosis. That poor kid” (HW, 
a primary school teacher). However, at times, ASD is not the most appropriate 
diagnosis, which is why it is not always confirmed by the healthcare professional. 
Expectations of Life after School 
Individuals' life trajectories are influenced by the numerous social roles that they play 
at different times in their lives. These social roles may help to organise lives and 
define identities. Typical roles for young people in society include those of a worker 
and student. However, a diagnosis of Autism may impact the life trajectory of autistic 
people, by influencing both the expectations of others regarding what an autistic 
young person is capable of achieving, and also their own expectations of 
themselves.  
Engagement in Adult Roles  
Autistic young people may experience more challenges than those who do not have 
Autism when transitioning to and engaging in adult roles. I found that, due to 
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previous negative experiences at school and during work experience opportunities, 
many autistic young people assumed a limited outlook on their future. I spoke to 
them about their limited engagement in roles such as worker or tertiary student after 
school. When they reflected on their experiences during this transition, they often 
spoke about experiencing a loss of roles (i.e., student role, friend role) and support 
networks once they left the schooling system. For example, when listening to many 
autistic young people, they said they did not maintain friendships once they left 
school and found it challenging forming new friendships. They also described feeling 
a loss of structure and purpose to their day, for example, “I left school and then I had 
no structure, no friends, nothing” (BA, a young autistic male with depression). 
Sustained unemployment appeared to reinforce the belief that work was 
unattainable, which appeared to create a cycle of disengagement from adult roles. I 
recognised that many of the autistic young people I spoke with experienced reduced 
self-efficacy and challenges and they related to their self-concept to negative 
experiences at school and in various work settings. Autistic young people described 
themselves negatively in relation to the worker role and considered paid full-time 
work as something that was unattainable.  
Some autistic people had a reduced perception of what they felt they could achieve 
because of their Autism diagnosis. AX, an adult on the Autism spectrum and a co-
founder of an Autism support group, said he was horrified when he heard a young 
autistic female say, “I have Autism and I guess there are things I can’t do”. AX said 
this young female was “bound by these invisible ropes” which were blocking her 
potential and achievement of future goals. Similarly, AJ, an autistic woman and 
Autism advocate, said she was inspired to write a book on employment for autistic 
young people in response to a 20-year-old autistic man who believed that, “work was 
something that happened to other people”. AJ said she was shocked to hear that this 
young autistic man had, “given up on ever thinking he could work and he is so 
young”. AJ went on to say that this man had formed these negative expectations of 
his life as a result of what others had perceived he was capable of doing. AJ said, 
“some people focus on the autistic person as they can’t do this, they have a limited 
ability, but they also have a lot of skills”. AJ advised that low expectations of your 
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abilities, “becomes a habit… it becomes who you are” and “this can impact on your 
future”.   
Not all the autistic young people I spoke with had low expectations of their future.  
NK, an autistic young female who also experienced anxiety, said she moved to New 
Zealand (NZ) from England when she was only 19 years of age, because, as she 
explained “[I] always wanted to move to NZ - for as long as I could understand it was 
possible”. NK said, “everything about my ability (or lack of) says I shouldn’t have 
been able to do that, everyone was telling me I wouldn’t cope, but it’s all I’ve ever 
wanted”. NK met her husband in New Zealand and she works as a teacher with 
adults with intellectual impairment transitioning from school. NK said she, “loves 
what I do and I manage the challenges of it with support from a really awesome 
psychologist”. Although NK’s parents believed that she would not cope moving to a 
new country and they had limited expectations of her future, NK was successful in 
fulfilling her goal to live in New Zealand. However, for some people, it seemed 
limited parent expectations influenced their child’s post-school journey. 
Many of the autistic young people I spoke with as part of this research project were 
not engaged in meaningful work, study or training and their life trajectories appeared 
already to be formed as a result of societal expectations (such as parent and 
caregiver and school staff expectations). One autistic female’s comment from a 
documentary by The NAS (2014) demonstrates the interrelatedness of social 
expectations and self-esteem. She said:  
 I never thought I would ever make anything of myself. When I was 15, I 
 predicted by the time I was 21, I would be homeless and a drug addict. And a 
 lot of that picture in my head came from the way that other people made me 
 feel.  
Jeanette Purkis, an autistic adult and Autism advocate, managed an online blog 
where she wrote about the importance of building confidence and self-esteem for 
autistic young people. In an interview with Jeanette, she discussed with me how 
expectations can influence engagement in work or further study for autistic young 
people, “If somebody has the expectation that the autistic person doesn’t have the 
potential to obtain work or complete further study, the person will live up to these 
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expectations”. In her online blog, Jeanette also described how these limited 
expectations from others can have a lasting impact on the autistic young person’s 
transition into adult roles after school, “They become how things are and the way the 
child is seen. It shapes your whole character and your whole world and this can 
impact on employment” (Purkis, 2015b). 
The Outcome of Work: What work does 
Many parents and caregivers and autistic young people said employment was the 
key to building self-esteem and addressing other mental health issues. Work was 
also described by many autistic young people as providing purpose and meaning to 
their lives.  
The impact of employment on self-esteem was a common theme raised when 
discussing employment with autistic young people and their families. Several of the 
autistic young people I met had reduced self-esteem and limited expectations 
regarding their abilities. They attributed their low self-esteem to unsuccessful 
attempts at achieving life goals such as obtaining and maintaining employment, “You 
can only fail so many times until you stop trying altogether” (TS, a young autistic man 
with anxiety and depression). Similarly, BB, an autistic adult and Autism advocate, 
spoke about the challenges of working with autistic young people with reduced self-
esteem saying, “You are dealing with people with low self-esteem. If they have one 
bad experience they will probably just give up”. 
Similarly, AM, a young autistic adult with anxiety and speech and language 
difficulties, highlighted the reasons why he wanted to work, saying, “Mainly the 
reason that I would definitely work, not really for the money, but really for the sake of 
my self-esteem”. In the same way, AE, a parent who had a 16-year-old daughter on 
the Autism spectrum, spoke to me about her concerns regarding her daughter’s self-
esteem. AE said, “I am more concerned about her reduced self-esteem and ego, and 
how these might impact on her post-school journey, than her autistic traits. I want her 
to feel happy with who she is”. The significance of employment to build self-esteem 
was summed up in the following statement by a young autistic woman, OU, who 
said, “Your ego, which is lacking, is really built up if you’re helping others as an 
Aspie, like when you are working”.   
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Many autistic young people and parents and caregivers described work providing a 
sense of purpose and meaning. I asked AM, a young autistic adult with anxiety and 
speech and language difficulties, why he wanted to work. He said, “knowing that I 
am doing a good job at something”. He was currently unemployed and he expressed 
that he felt “angry and miserable all the time. While I am not working and when I’m at 
home, I don’t feel like doing anything”. AM said that, although he had completed 
various work experience opportunities and training, he found it challenging 
maintaining this employment. AM described a vicious cycle of employers providing 
him with work experience for short contracts and then not hiring him for paid work, 
“They just say there was no longer any work for me”. AM said that, over time, he lost 
his self-esteem and motivation to find paid work as he believed he was not “capable 
because I have Autism”. Similarly, KI, a young autistic man who also experienced 
anxiety, who I met at the week-long Autism conference, shared with me his thoughts 
over a lunchtime reflection. He said, “Having a job gives me a sense of purpose. It 
makes me feel wanted in the world today, not just by the autistic community, but by 
everyone”. Parents and caregivers also spoke about the importance of work for 
providing a sense of purpose. For example, YT a parent of a 19-year-old daughter 
said, “It’s a very complicated process of getting work. But once you leave school you 
can’t be sitting at home doing nothing. Work gives you a purpose in life”.  
Other autistic young people said they searched for something after school that gave 
them purpose in life. They described that school provided them with something to, 
“get up for in the morning and when I left school there was a giant hole to fill” (PL). 
PL, an autistic female who was diagnosed with ASD as an adult and also 
experiences depression and anxiety, lived in a rural town. She spoke with me about 
her experiences from her childhood and high-school years. PL said she became 
highly anxious and confused about what she thought she needed to do once she left 
school. PL said she did not believe she was capable of working full-time or moving to 
the city to complete further study. PL thought the only solution to alleviate her anxiety 
was to become pregnant, as she thought, “it was the answer to all my problems”. PL 
said, “There was such a focus on what I was going to do when I left school, so I got 
pregnant as this gave me purpose and meaning”.  
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Developing a healthy self-esteem and a sense of purpose and meaning, were 
identified as the main benefits of work for autistic young people. However, due to 
challenges obtaining work, many autistic young people were dependent on 
government funding or their carer’s financial support. This reliance of government 
funding further impacted on their self-esteem and created a cycle of depression and 
anxiety. 
Disability Support Pension: The Stability that Paid Employment Lacks  
The Disability Support Pension (DSP) appeared to be an important part of many 
autistic people’s life trajectory. After speaking with a number of autistic young 
people, I realised that the assumed societal expectation that an autistic adult cannot 
obtain work or engage in further study or training post-school, contributed to that fact 
that many autistic young people were receiving the DSP.  
Autistic young people said they believed some people, such as employers and 
employment support workers, focused more on the assumed challenges associated 
with their Autism diagnosis, rather than on strategies to address any areas of 
difficulty or difference. AJ, an autistic woman with anxiety and schizophrenia, told her 
story of employment. She explained that she felt people had an expectation that she 
would receive the disability pension when she became ill (with mental illness), “When 
I lost my job after I was ill, four different people told me to go on the pension. Luckily, 
I am a tough person. I have no intention to go back on it”.  
Informants’ perspectives on the DSP could be classified in three main ways. First, for 
some, the expected trajectory for an autistic young person after leaving school was 
to obtain the DSP, as it was perceived as the only option for them. Second, some 
autistic young people and their families approached the DSP as a ‘financial safety-
net’, in that they relied on it because they found it difficult to obtain and maintain 
work or believed they needed it because they feared losing their limited paid work. 
Third, there were parents and caregivers and autistic young people who perceived 
the DSP as an avenue that provided financial security whilst enabling the autistic 
young person to develop skills, find and maintain work (e.g., part-time) or engage in 
work experience. I have termed this third way of perceiving the DSP as seeing it as a 
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means to an end, rather than an end in itself. This perspective is similar to how some 
parents and caregivers viewed the DSP. 
Parents and caregivers shared their thoughts on the expectation for their child to 
receive the DSP after school. Several parents and caregivers I spoke with said they 
felt the disability pension was the only option for their child. For example, TT said 
she felt “lost” and shared that she “didn’t know where to start” after her child left 
school. She explained that she felt, “it was easier [for my child] just to go on the 
disability pension than to find work after [leaving] school”. For these autistic young 
people, they rarely described participating in the ‘worker’ role and most of their day 
was occupied with engagement in technology (i.e., computer games, TV, gaming 
consoles). Parents and caregivers also expressed frustration with the limited 
supports and resources that outlined options for their child after school. YZ, a mother 
with a 19-year-old daughter on the Autism spectrum, said, “There is nothing out 
there that says what to do or where to go when your autistic child leaves school. So, 
it makes sense that parents will become worried and think that the only possible 
option is the disability pension”. YZ supported the use of the DSP and said that it 
was important to access all the supports that are available because, “after school is 
a scary time for parents and for the kids” and “There is nothing that tells you how to 
do all of this, no step by step guide. It’s all so hard. There is no fluid document 
stating what is available”. YZ currently shares her story with many parents and 
caregivers with children on the Autism spectrum and her advice is to, “access the 
disability pension but don’t rely on it”. YZ said, “There are a lot of challenges after 
school. The disability pension is your back up money. You then don’t need to worry 
so much about what you are earning”. YZ said she was given the following advice by 
a paediatrician when her daughter was first diagnosed as being on the Autism 
spectrum, “As early as you can, get your health care card because you’re in the 
system then. Get a tax file number and at 16 get her on the disability pension”.  
Many of the autistic young people I spoke with, had been receiving the DSP long-
term, due to fears of losing their paid employment. They believed that the DSP 
provided necessary financial stability when they were unable to find paid 
employment. They said that they feared losing the DSP, because of frequent 
negative experiences of losing paid employment or work experience in the past. For 
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example, DK, a young autistic male with anxiety and depression, said that he 
needed the DSP because his employment history was “unstable” and that, “I need 
some money to be able to buy things and live”. Other young autistic people spoke 
with me about not accepting full-time work for fear of losing the DSP when working 
over the allocated hours. AM, an autistic man with anxiety and speech difficulties, 
said quietly to me, “I can’t sort of work over 15 [hours] a week ‘cause that sort of 
affects the disability pension. And I sort of don’t want to lose that just in case I am no 
longer at work. I am not particularly proud to admit [this]”. However, some autistic 
young people were engaged in training or volunteering with the aim of ceasing 
disability payments. For example, a young autistic female, RH, said that while she 
did receive the DSP, she explained that, “I don’t want to be on the disability pension 
forever. I am working on getting a traineeship with the library. I love books and I have 
wanted to be a librarian since I was young” (RH).   
It is possible for autistic young people to be receiving the DSP and working part-time 
or engaging in work experience. YZ had a positive approach to volunteer work and 
accessing the disability pension, saying, “as a parent, my priority is that I want her 
working a full week. I don’t think people should differentiate between government 
and employer. It’s about getting them engaged in something and working. It’s not 
about the money”. YZ continued to say, “If somebody is getting up and doing 
something every day, it’s good for them. Just get up and do something and it doesn’t 
matter how much you get paid”. YZ had organized for her daughter to participate in a 
volunteer program after leaving school whilst also receiving the DSP. As she 
explained, “It’s a program where everybody starts as a volunteer and may then get a 
supported wage. She got a letter in the mail saying she was now an employee. She 
was so happy”.  Overall, these people viewed the DSP as a means to an end, rather 
than an end in itself. 
Factors Influencing Life after School 
“Autism doesn't hold me back because I have had the correct support from a 
young age. It's key to have that support, both in education and in the workplace, but I 
don't require anything complicated: people just have to understand that I'm different”. 
(Hill, 2013, para 6) 
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Life trajectory barriers that impacted on an autistic person’s success in obtaining and 
maintaining employment were identified through listening to people’s experiences. 
Many of the autistic young people involved in this research were either unemployed 
or underemployed (i.e., working in an area unskilled, working limited hours or not in 
their area of expertise). Autistic young people spoke to me about the barriers to 
maintaining work, including mental illness and reduced self-esteem. Interestingly, 
many autistic young people said it was their mental health issues that had more of 
an impact on their success after school than their autistic qualities. 
Support for Employment  
Autistic young people said they often needed to fight for support, because their 
disability was invisible to support services and employers. They believed that many 
employment services also did not know how to effectively support a person with 
Autism with severity level 1 (APA, 2013). OS, an autistic man, spoke at a conference 
where he asked, “How many times have you spoken about the word autism and 
people talk about Rain Man or if you’re lucky they may bring up something like Big 
Bang Theory and if you’re really lucky, Temple Grandin? The reality is employers 
across the board lack understanding about autism”. He claimed this lack of Autism 
awareness is community wide, occurring within schools, employment support 
agencies and in the workplace.   
Many parents and caregivers, autistic young people and professionals spoke about 
their frustrations with employment services’ limited understanding of Autism, 
particularly for those without intellectual impairment. An individual working at an 
employment service for people with disabilities said, “People with high functioning 
ASD do not fit in with individuals with an intellectual impairment. Employment 
services are not used to getting somebody working in a physics department but need 
help getting out of the house in the morning” (SJ). Similarly, one caregiver with an 
autistic son described her frustrations with the lack of Autism awareness in 
employment support services, saying, “they are nice but they don't understand ASD" 
(HK). This family also said they were becoming frustrated by the high turnover of 
staff within these employment services, saying, “we need to keep starting from 
scratch for them to understand my child and we constantly need to update 
information” (HK). And again, HL, a female on the Autism spectrum who also 
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experienced anxiety, described her employment journey and her recent experiences 
of an employment support provider. She said: 
 I had to go to the employment service place pretty much every day to look for 
 jobs and complete simple math’s stuff and my resume. They treated me like 
 an idiot. They had no idea what Autism was and didn’t really believe me when 
 I said I was autistic. 
Autistic young people often explained that they felt others such as employers and 
employment support services did not acknowledge or believe their Autism diagnosis, 
as they looked, “so normal” (CD, a young woman on the Autism spectrum). Autism is 
considered an “invisible disability” (Christy, 2014, p. 61) as it can often be 
challenging to diagnose and identify and “is either overlooked altogether or is 
discounted as their condition appears so ‘mild’” (Baker, n.d., p. 2), particularly for 
those individuals without intellectual impairment. Due to the invisible nature of 
Autism, autistic young people said they felt some people did not understand their 
diagnosis of Autism and this made it particularly challenging to explain their needs to 
employment support services or employers.   
Many autistic young people expressed that when they disclosed their Autism 
diagnosis to their employers, their employers had limited awareness of Autism or 
how to best support the autistic person in the workplace. This lack of awareness 
resulted in high levels of stress and anxiety for the autistic person which at times, 
contributed to the autistic person leaving the workplace. ZT, an autistic female who 
also experienced anxiety and depression, voiced her frustrations about her 
employer’s limited awareness of Autism, saying that her previous employer, 
"supported me, between myself and upper management. She gave me freedom and 
I flew. She had my back. She would protect me from the onslaught of bullying". 
When ZT’s boss left the workplace, she said, “My new boss was difficult to work with 
and had a different style, no understanding. I am now on sick leave due to anxiety 
and stress. My world blew up. It all could have been resolved from knowledge or a 
willingness to learn" (ZT).   
Autistic young people also often spoke about communication breakdowns between 
themselves and their employers. They often said they felt their employer did not 
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understand how to communicate and work with autistic people. I spoke with DK, a 
young autistic male, who said differences in communication between autistic people 
and people without an Autism diagnosis, appeared to be the barrier to maintaining 
paid work. DK said, “I can’t talk to my boss about some things because I know he 
won’t understand, he’s not autistic. I think somebody like a job coach who is also 
autistic can help people on the spectrum understand the job and stay in the job”. DK 
said he lost his job because his employer did not provide him with the support he 
needed to understand his responsibilities within the workplace. DK said, “I don’t think 
my manager did any wrong in firing me, I just don’t think he understood how to best 
support a person with Autism”. Other autistic young people spoke about the lack of 
understanding in relation to the benefits of supports to address specific sensory 
preferences, such as wearing headphones in noisy environments or having frequent 
breaks.    
Some autistic young people said they became frustrated when their employer made 
assumptions about their abilities once they disclosed their Autism diagnosis. HL is a 
trained chef who had been unemployed for 13 months. She said her previous 
employer did not understand Autism and compared her to another employee on the 
Autism spectrum: 
My boss just compared me to the other person on the spectrum. This was so 
 frustrating, it doesn’t work like that. Just because I have Autism as well, 
 doesn’t mean I am going to be exactly the same as the other guy with Autism. 
 It’s trying to compare something that is so different.  
When HL asked her employer their knowledge of Autism, HL said, “my boss didn’t 
say anything. They didn’t know what Autism was. But they thought they did”. HL also 
shared her experiences of a separate workplace, where her employer said, “you can 
just go to sleep and then wake up and hopefully your Autism will go away”. HL said 
she was, “shocked” and, “I wouldn’t want that anyway, given the timing and where I 
was emotionally. I don’t mind being autistic”.    
Overall, many autistic young people and parents and caregivers discussed the 
importance of ensuring employment support agencies have an understanding of how 
to support their clients who are on the Autism spectrum. Most autistic young people 
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said they would benefit from having a support person, similar to a job coach, to 
support their transition into the workplace, a “consistent person I can talk to if I need 
help” (DK). Autistic young people said that they would prefer their job coach to be 
autistic to ensure a common culture and language between the job coach and the 
employee.  
Co-Occurring Conditions  
When listening to autistic people’s stories, it seemed that mental illness was one of 
the main barriers to obtaining meaningful work or engaging in further study after 
school. Literature indicates that depression and anxiety are common co-occurring 
conditions associated with Autism (Bontempo, 2009), with other mental health 
conditions such as schizophrenia being less common. Anxiety can be caused by 
difficulties understanding social situations and identifying their own emotions 
(Hodgekiss, 2016). Furthermore, feelings of isolation and the experience of being 
bullied can also create anxiety and depression. A large majority of the autistic young 
people I spoke with had experienced, or were experiencing, some mental illness or 
issues with their mental health, with depression or anxiety as the most commonly 
identified conditions and only one participant disclosing a diagnosis of schizophrenia. 
KI, an autistic young male who also experienced anxiety and depression, defined 
mental illness as, “a horrible state of mind that corrodes like acid”.   
Co-occurring mental health issues along with an Autism diagnosis have also be 
topics of interest in the media. While undertaking this research, I remember walking 
past the television and hearing an interview on a free-to-air morning show, with an 
autistic man who had published a book about approaches to therapy for people on 
the Autism spectrum. The TV presenters asked the author, “How can people 
suffering with autism use this treatment?”, to which the guest speaker said, “Autistic 
people don’t suffer from autism, it is part of who we are” and described that he felt 
the symptoms of depression and anxiety were what needed to be treated.   
For the autistic young people in this research project, it appeared that mental health 
issues were, at times, the main factor preventing them from obtaining or maintaining 
paid work or further study. DK, a young autistic male, said that he felt his mental ill-
health had a more profound effect on his success with obtaining work than his 
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autistic traits. Many of the autistic young people I spoke with had specific job-related 
anxieties that prevented them from applying for jobs. TS, a young man with several 
tertiary-level qualifications, experienced severe social anxiety that impacted on his 
ability to apply for or obtain employment. TS said his anxiety was so severe that he 
found it challenging to call potential employers to enquire about job opportunities. He 
said, “I just don’t know what they will ask me, and what if I can’t answer? I also don’t 
know what they are expecting from me”. TS also explained that his anxiety had 
resulted in limited employment opportunities, which creates a “vicious cycle of 
unemployment”. He gave the example of lack of work experience, saying, “It’s near 
impossible to find a job that requires no previous experience. So how do I, if I could, 
get a job without any experience? I’m too old now”.   
Other autistic adults spoke about anxiety related to the social norms within the 
workplace, including anxieties about where to store their belongings and the 
appropriate time to take lunchbreaks. HD said she experienced anxiety when she 
started a new job as a receptionist. She explained that she was anxious about where 
to place her lunch and felt she couldn’t ask as it was, “silly to ask”. She said, “I just 
didn’t know where to put my lunch, and I got so anxious about it that I didn’t last too 
long at that work place”. Informants also described anxieties relating to managing 
unexpected changes within the workplace, such as changes to the routine or work 
place structures or management.     
Autistic young people said they believed a large number of mental health 
professionals were not trained to effectively work with autistic people with co-
occurring mental health challenges. They said this impacted on the effectiveness of 
therapy as they believed, “my psychologist just didn’t get me, we got nowhere and I 
spent a fortune on nothing” (SB, a young autistic male with anxiety and speech 
difficulties) and, “I just played Pokemon and she did her paperwork” (BA, a young 
autistic male with depression). I first met BA at a social group for young people on 
the Autism spectrum. BA described to me his experiences working with a number of 
professionals throughout his life. BA spoke about his frustrations with professional’s 
lack of understanding of how to best work with an autistic person, saying, “I went 
through a few before I found this guy I really like” and “Yeah, he is good, because in 
a way he cuts the crap he’s not ‘how are you today?’, he’s not touchy feely, he’s not 
  
Page 127 of 261 
 
uhm, totally emotionally. We just talk like a couple of blokes getting along”. MN also 
described her daughter’s experiences with health professionals saying, “Sometimes I 
think professionals mix up showing empathy with sympathy”. MN said she believed 
most health professionals were not aware of how to work with people on the Autism 
spectrum due to a lack of training. She said most professionals, “focused on the 
autism, not the depression or anxiety. And that’s what I want to be managed, not her 
autism”. 
Some professionals explained that, although they addressed co-occurring mental 
health conditions (such as anxiety and depression) when working with autistic young 
people, they found it challenging accessing best practice and effective approaches 
specifically for autistic young people. In relation to employment, professionals also 
said it was challenging addressing all the possible scenarios that may result in 
anxiety. PK, a high school teacher who works with students on the Autism spectrum, 
said: 
You do everything you can. You go to the workplace, take pictures, set up 
things with the manager. Then on the day the student goes to their first day of 
work the manager is away and everything falls apart. Then they don't go back 
because they have had a negative experience.  
PK also spoke about not feeling confident addressing the mental health challenges 
with her autistic students, “I don’t know how to work with a student with mental health 
issues, there is nothing really out there to guide me either. I’m really not confident 
and I don’t know many teachers who are”.   
Situational factors such as unemployment and other life stressors often combined 
and exacerbated a co-occurring mental health condition (which is typical for any 
person). For example, over the weeks I got to know DK, an autistic young male, he 
lost his work experience due to communication differences, ended a relationship with 
his girlfriend and had challenges with family members. Throughout this time, DK 
experienced severe depression and was hospitalised. DK contacted me months 
later, when he said that he was feeling more positive and was engaging in further 
study. 
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Overall, it appeared that mental health challenges were prevalent within the autistic 
community and often it was the mental health issues that were perceived to have the 
greatest impact on the transition from school. Despite the high rates of co-occurring 
mental health conditions for autistic young people, several people I spoke with 
identified that mental health services in Australia do not accommodate well for the 
unique needs for autistic young people.  
Supportive Factors 
Seven supportive factors were identified by informants in this research as assisting 
with the post-school transition. These seven factors were: 1) Having families who 
provide positive support and advocacy, 2) Learning to self-advocate, 3) Accessing 
the right supports at school, 4) Using strengths and passionate interests, 5) 
Mentoring, 6) Self-employment, and 7) Autism awareness and acceptance. As 
people spoke to me about these supportive factors, the common theme that was 
identified during these discussions was that, “employment was not the end goal” 
(OS). Instead, through employment, autistic young people could develop skills such 
as independence and build their self-esteem and social networks. I focused on 
identifying supportive factors to maintain a solution-focused approach to the 
transition from school for young people on the Autism spectrum.   
Having Positive Family Supports  
Positive family supports appeared to have a strong influence on the success of 
autistic young people’s transition from school. When their child finished school, 
parents and caregivers said they found it challenging ‘letting go’ and ‘taking a step 
back’, due to their concerns about their child’s future. However, the sentiment 
expressed by informants was that family supports were not enough to guarantee a 
successful transition from school for an autistic young person. It appeared that the 
autistic young person’s motivation, combined with positive family supports, assisted 
in the successful transition from school.   
Several parents and caregivers and school staff spoke to me about their concerns 
regarding their child’s lack of motivation to work or engage in further study and, 
“leave the house” (KM, a secondary school teacher) after school. TZ (a mother to a 
29 year-old-son on the Autism spectrum) said, “He is just not motivated to leave the 
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house, I can’t just drag him out of the house. He is bigger than I am and an adult”. 
Other parents and caregivers spoke about their fears for the child’s future saying, 
“It’s just too much. I just don’t know what to do. Is he going to live on the disability 
pension forever? What will happen when I am gone?” (HK, parent with a son on the 
Autism spectrum). Parents and caregivers also spoke about the balance between 
encouraging the young person to obtain employment or further study and also being 
aware of their challenges and mental health issues, “Should I keep pushing him to 
get a job or do I just wait until he is ready? It’s a balancing act” (FL, a mother with 16 
-year-old son on the Autism spectrum). CM, who runs an Autism-specific transition 
program, also discussed the challenges that parents face in motivating their sons 
and daughters to find work or training after leaving school. CM said, “The story that 
is being told in homes is young people sitting in a basement doing nothing and 
parents are pulling their hair out”.   
There were also stories from autistic young people who discussed how the lack of 
family supports impacted on their post-school journey. BA, a young man who 
recently moved in with his grandparents, shared his story of his relationship with his 
mother, “My biological mother has never done nothing for me. Every time I have 
wanted to meet up with her she has cancelled. My mother, my own mother, to see 
her, and even then she still cancels on me”. BA spoke about the challenges of living 
with an abusive step-father and how the lack of support from his mother may have 
limited his success at school and his employability skills. He said he got, “caught up 
in the wrong crowd and I did a bit of shop lifting”. Although BA had goals regarding 
employment, he said that he didn’t feel he had the support from his family or service 
providers such as employment services to assist him to achieve his post-school 
goals. It was suggested by AJ, a female on the Autism spectrum and an Autism 
advocate, for parents and caregivers to, “Have high expectations for your kids and 
don’t model doubt”. 
In contrast to BA, DC an autistic female, said that she felt her family was highly 
supportive and understanding of Autism, which helped her to have a smooth 
transition from school. DC was enrolled in a tertiary level degree and involved in 
volunteer work. DC also had two brothers both on the Autism spectrum. As a result 
of having multiple members of her family with Autism, DC’s family had developed a 
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positive perception of Autism. DC said that her family were understanding and 
accepting of her and her sibling’s differences and viewed these differences as 
strengths. For example, DC said her younger brother enjoyed music and the family 
had used this interest to encourage friendships through a dance group. DC said her 
family were also aware of the unique qualities of Autism and viewed these qualities 
as strengths. This perspective aligns with the social model of disability that focuses 
on, “people’s strengths rather than directly on their impairment” (Hughes, 2010, p. 
511). 
Parents and caregivers also described themselves as advocates for their children or 
“your child’s spokesperson” (YT). YT was a parent who experienced challenges 
accessing supports for her child at school, saying, “All through your child’s schooling 
there will be things that don’t work or aren’t a good fit. You need to advocate for your 
child”. Similarly, MN described herself as her daughter’s advocate, saying, “I have 
been advocating for her since she was two years old and I don’t think I will ever stop 
being a voice of support for her. I know I need to pull back a bit”. MN acknowledged 
the importance for her daughter to learn how to self-advocate, however she was 
fearful that her daughter may never develop the skill to, “protect her from the real 
world”. 
Learning to Self-Advocate: Just listen to me 
Autistic young people and the parents and caregivers spoke about the importance of 
the young people learning to self-advocate. While some autistic young people 
reported being encouraged to contribute to decisions that affected their lives, others 
felt their opinions were not acknowledged and described experiences of feeling, “not 
listened to” (SB) and, “left out of the conversation” (AK) about their lives.    
Several young people on the Autism spectrum shared with me their experiences at 
school. NK, an autistic female, described her experiences saying, “I was told what to 
do when I was at school”, rather than being encouraged to contribute her ideas in 
relation to post-school goals. NK said, “I knew what I wanted to do and I didn’t need 
time to think about that. I was happy to jump straight in and I couldn’t see any benefit 
of wasting my time studying broadly or any longer”. NK advocated for herself and 
achieved her post-school goal to teach, saying, “I love what I do” (NK). SB, a young 
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autistic male with anxiety and speech difficulties, felt his opinions were not 
considered by his teachers when developing post-school plans. When describing his 
secondary experiences to me, SB said he felt he was, “not listened to” saying: 
 I am seeing a psychiatrist about it and the stress of it all and I’m stressing a lot 
 lately. I just wished they listened. Given me the support I needed. I don’t 
 know why they dropped it when they knew I needed that. They just never got, 
 I kept talking to them but I never really got it back.  
Parents and caregivers also discussed the importance of young people developing 
self-advocacy skills, describing it as a, “life skill” (AE, caregiver with a 16-year-old 
daughter on the Autism spectrum) to assist with adulthood and to support the young 
person to, “blossom and grow in self-identity” (YT, caregiver with a daughter on the 
Autism spectrum). AE, a mother of a sixteen-year-old autistic daughter, said that she 
was encouraging her daughter to express her ideas and opinions more often and to 
be involved in more meetings about her schooling and how she best learns. For 
example, in a recent school meeting, her daughter spoke up about her frustration 
with assignment criteria sheets, “How would you like it if a test was given to you in 
Spanish – because that’s what it’s like for me” (SE, a young autistic female with 
anxiety). When I asked this young female about her thoughts on her life after school 
she said, “I'm worried that I won't be able to cope on my own”. Parents and 
caregivers often referred to their fears about their child’s future. For example, YT 
expressed concerns for her daughter saying, “She has to get on with her life without 
me. I am really worried about her as an adult. It keeps me up at night”. Similarly, KD 
a mother to a teenage son on the Autism spectrum said, “I’m not going to be around 
forever, that’s why he needs to learn how to be independent and to speak up for 
himself”. Overall, many of the parents and caregivers recognised the importance of 
their children learning how to self-advocate and become independent and confident 
adults within the community.   
Accessing the Right Supports at Schools 
A common theme discussed by autistic young people was the feeling of, “not being 
listened to” (SB, a young autistic male with anxiety and speech difficulties) at school 
and not receiving the right supports to prepare them for life after school. Autistic 
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young people felt that the autistic voices were often unheard in decision making 
processes. School staff working in mainstream classrooms often spoke about feeling 
incompetent and under-resourced when working with students on the Autism 
spectrum. Teachers with students on the Autism spectrum said they did not believe 
they were offered enough professional development opportunities to attain the skills 
needed to best work with students on the Autism spectrum. Several key factors at 
school that supported the post-school transition were identified including the 
importance of work experience, individualizing the transition process and, “tap[ping] 
into what motivates the young person” (AE, a caregiver with a daughter on the 
Autism spectrum).   
It seemed important for work experience at school to align with the autistic person’s 
interests. Many autistic young people said they had opportunities to engage in work 
experience at school, but it was not in their interest area. BB, an autistic adult and 
Autism advocate, spoke about the importance of work experience at school saying, 
“we need to offer real life experiences to young people at school to make it easier to 
transition”. However, the autistic young people I spoke with felt there was limited 
choice regarding where to participate in work experience. For example, SB, a young 
autistic male with anxiety and speech difficulties, said that he was offered work 
experience at a local fast food outlet. He said, “I liked the idea, but I didn’t get 
enough hours” and, “they kept complaining I wasn’t fast enough to get the food out”. 
SB said that he also experienced communication difficulties with his manager, “I 
couldn’t understand my manager’s accent and I kept getting in trouble. I couldn’t 
understand a thing she was saying. And she couldn’t understand some things I was 
saying sometimes. So, it was just like, it got into a mess”. SB said that he became 
frustrated and stressed and left this workplace. He then spoke to school staff about 
the possibility of working in an area that involved information technology (IT), as it 
was one of his interests. SB said that his support worker at the end of his final year 
at school successfully organised work experience in his interest area, explaining, “I 
was looking for something in IT, but they couldn’t find one. I am good at computers, 
technology and that, and so yeah. But I only learnt I was going a day before when I 
was going. I am enjoying it, yeah”.   
  
Page 133 of 261 
 
Many of the young people I spoke with felt that they were not included in decisions 
made about their future. Several processes are used across schools for post-school 
transition planning, which all state that they include discussions and collaboration 
with the family and young person to identify interests and to ensure that planning is 
individualized. I spoke with autistic young people who felt their schools did not 
individualise their planning, as many of them could not recall attending meetings 
about their life after school. BA, an 18-year-old autistic male who also experienced 
depression, said, “I can’t think of a time, yeah. I can’t think of when I was asked what 
I wanted to do”. Similarly, SB who was an 18-year-old young autistic male with 
anxiety said, “They just never listened to me”. BB, an Autism advocate, said, 
“Everyone is a bit different. No one thing will work for everyone, you need to 
personalise it”. BB went on to say that the support at his school was not mandatory, 
“If I didn’t go they wouldn’t have helped me with anything. At school, you don’t 
receive anything so you need to look elsewhere”.   
Parents and caregivers spoke about the importance of encouraging and involving 
their children in transition meetings at school to increase motivation in achieving 
post-school goals. XC, a parent I met at an Autism conference, described her son’s 
challenges in speaking with others about his post-school goals. She said her son 
had ideas of where he wanted to work after school and together they developed a 
PowerPoint that he presented at the transition meeting. XC said, “This gave him a 
voice in the meeting. Without the PowerPoint, I don’t think he would have been able 
to say what he did”. Similarly, AE encourages her daughter to be involved in all 
transition meetings at the school. AE expressed the need for professionals and 
parents and caregivers to “tap into what motivates the young person” rather than 
“downplaying young autistics' potential”. She said this ensures that her daughter is 
involved in goal setting and is motivated to achieve these post-school goals, “She 
knows what is happening then and I am encouraging her to contribute during these 
discussions” (AE).   
Similarly, parents and caregivers also spoke about the importance of involving the 
autistic young people in the transition process. One caregiver spoke about her 
positive experiences at her daughter’s school, saying, “Her school was great at the 
transitioning from school to after school. They were a really good school in that they 
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started early and looked at what she wanted to do after school. They also listened to 
me and what I was wanting for my daughter” (MN). However, other parents and 
caregivers felt they needed to argue to be involved in school planning meetings. For 
instance, LH (a mother to a daughter on the Autism spectrum) explained, “I just want 
to be involved in the whole thing. We have had no meetings with them, apart from 
one last year. What power do I have as a parent?” 
Parents and caregivers and autistic young people also spoke about the importance 
of people on the Autism spectrum socialising at school with people without an Autism 
diagnosis. Many parents and caregivers believed that classrooms should include a 
range of learners to provide opportunities for autistic students to interact with 
students who are not on the Autism spectrum. MN, a parent who had a 16-year-old 
daughter on the Autism spectrum, said, “We need to give the opportunity for our 
children to meet other people as well who don’t have Autism. They might be able to 
open up with other Aspies, but as soon as they leave the group, the mask goes up. 
They need to learn to be confident in who they are”. Similarly, DK, a young autistic 
male with anxiety and depression, said that he valued the opportunity to participate 
in social groups that included a range of people, saying, “Why do we go to autistic 
groups to work on social skills and everyone else there are just as bad at it and then 
I’m learning from them? Really, I want a mix of friends. Not just all with Autism”. 
Secondary teachers also shared their challenges motivating autistic students to be 
more involved in transition planning. KM, a secondary school teacher, said that she 
feels her autistic students lack motivation to engage in post-school transition 
planning and develop skills for life after school, “They are just not motivated. How 
can I motivate these kids? You do everything you can and they have no motivation”.  
KM brainstormed strategies with me to motivate her students to participate in 
transition planning. She said, “We have used structures and technology. That helps.  
I think we need to think about a motivator to paid work that also involves the 
parents”.   
Many teachers from mainstream schools shared concerns that they were not 
providing the most appropriate supports for the students who were diagnosed with 
Autism (DSM-V severity 1) in their classrooms. School staff said they would like to 
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have access to more resources, such as professional development, to add to their 
knowledge of strategies to support students on the Autism spectrum in their class: 
We are left in the dark really. We don’t really have any formal PD to help with 
the kids on the spectrum in my classroom. People come in and give us some 
ideas but most of the time, we are already doing those things or doing it out of 
intuition. I want some new ideas, do you have any? (HW, a primary school 
teacher).  
Parents and caregivers and school staff also discussed the importance of introducing 
transition programs more widely to all high school students saying, “Transition 
programs shouldn’t just be available for those on the spectrum. Every student would 
benefit” (MN, a parent with a 16-year-old daughter on the Autism spectrum). 
Using Strengths and Passionate Interests: A Hobby versus a job, Is there a 
difference? 
People on the autism spectrum often have CI, which are defined as intense and 
idiosyncratic (Anthony et al., 2013). These interests are sometimes considered when 
discussing employment or further study following school. Most people I spoke with 
said that it was vital to identify and use the autistic person’s interests when 
considering employment.   
Autistic young people spoke about the importance of professionals and parents and 
caregivers acknowledging their interests and strengths when identifying employment 
opportunities. However, it appears that these plans were not always considered or 
acknowledged by professionals. Jeanette Purkis (an Autism advocate) stated in a 
Facebook post (2016), “Passionate interests make people happy – if you know it will 
make them happy, what is wrong with that? – it’s employability”. Similarly, NK, a 
young woman on the Autism spectrum with anxiety, expressed that, “The 
uniqueness of interests is often viewed as isolating, but in fact can provide a bridge 
to connecting with others who are so very different. And, because of that, [it] can be 
the key to success”. NK went on to say, “looking back at the strongest connections I 
had and [the] biggest successes were when those interests were acknowledged, 
allowed and used”. NK said she had never struggled with job interviews, because 
“the job has been in an area of special interest and my passion is apparent. I’ve 
  
Page 136 of 261 
 
been offered every job I’ve applied for and wanted”. NK also said that these interests 
became “who she was”, her identity; “for many years I was a ‘ballet dancer’ – take 
away ballet and I couldn’t have told you who ‘I’ was”. She summed up by saying that 
“our interests are what connects us to the world”. Similarly, a young male on the 
autism spectrum, AX, spoke about his experiences at school and described key 
people in his life who had encouraged him to be aware of his strengths and maintain 
a positive attitude about his future. AX shared a positive experience with his 
transition officer when he was at school. He said, “My transition officer at school in 
grade 8 said ‘Let’s turn the weird things about this kid into wonderful things’”. AX also 
spoke about the importance of maintaining a strength focus when identifying post-
school options, saying, “I used to have that self-talk of ‘I can’t’. But my Grandad had 
a great strength of character and encouraged me to have an ‘I can’ attitude, a strong 
mental capacity”. 
Most professionals were aware of the importance of identifying and using the 
person’s strengths in the transition process. For example, during a conference, one 
professional said over lunch, “We need to focus on what they can do, not what they 
can’t do and we need to identify a skill that can be used and harnessed” (EY). Some 
professionals that I spoke with did not consider it important to include student 
interests in work experience. One professional shared with me that one of her 
students was interested in starting her own cupcake business after she left school. 
However, the professional working with this female student said to me that it was, 
“unrealistic” and that, “she should go and work at Mitre10 or Woolworths as this is 
more achievable” (AL). Parents and caregivers also described times when their 
child’s interests were not included at school. MN explained that her daughter’s 
interests were not acknowledged during the transition meetings, saying: 
 I met her teachers about her IEP and they said, ‘ok she has Asperger’s 
 [Syndrome] so she needs practical skills’. So, they then organised work 
 experience. But it wasn’t even what she was interested in, which at the time 
 was working with animals and being a vet. So, it didn’t work out.   
One example of an organisation supporting young people to follow their interests is a 
Brisbane-based group called ‘Studio G’. ‘Studio G’ is an Autism-specific post-school 
transition program that utilises a person’s interests and strengths and supports 
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autistic young people during the transition from school. This program uses 
individuals' interests in a group setting to assist members in developing employability 
skills (or ‘soft skills’, such as communication, problem solving and planning skills) 
and find employment or engage in further study. Each member of the group identifies 
a project that involves multimedia, which they then work on together with mentors 
(who are tertiary multimedia students). CM, the organiser of the group, said during 
an interview, “They hang out and build rapport and cook up groovy projects they both 
enjoy”. Studio G links the autistic person’s projects with real life situations by 
providing work experience opportunities and site visits.   
Some parents and caregivers and professionals said they believed autistic young 
people should be encouraged to find a job that does not involve their CI. They 
shared concerns about the autistic young person becoming unmotivated to continue 
working if their interests change. Parents and caregivers said they preferred their 
autistic young person to be encouraged to choose work based on job preferences 
such as start times (i.e., ‘Are they a morning person or a night owl?’), the workplace 
structure (i.e., ‘Is the position within a team or independent?’) and the environment 
(i.e., consider the autistic person’s sensory processing style). Parents and caregivers 
and professionals also said they believed it was beneficial for autistic young people, 
like most people, to have their interests separate from their work as it provides life 
balance, as their interests can be a way to relax and de-stress outside of work hours.  
Mentoring  
Mentoring and encouraging diversity in the workplace are additional factors that I 
identified as supporting autistic young people during the transition from school. 
Mentoring could involve mentoring with another autistic young person or with another 
person who inspires the autistic mentee.   
Whilst some parents and caregivers felt that a mentor did not have to be autistic, 
most autistic young people preferred to have a mentor who was also autistic. MN, a 
mother to a 16-year-old daughter on the Autism spectrum, said she felt that a mentor 
didn’t necessarily have to be an individual with Autism. She said, “I want mentors 
who inspire my daughter, they don’t need to be autistic, they just need to embrace 
her differences”. In contrast to this, autistic young people spoke about the benefits of 
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autistic mentors at school to assist with the transition from school and into 
employment or further study. For example, BA, an autistic man with depression, 
said, “If somebody was there to help me, like with things like where to get a job and 
they were also autistic, I think that would be good”. BA explained that he felt he 
would have benefited from a consistent person he could talk to about life after school 
and somebody he could learn from and who, “thought like me” (BA).   
Individual and group mentoring also appeared to assist autistic young people to feel 
a sense of belonging. I was involved as a mentor in one such mentoring program 
during a week-long Autism specific conference in Brisbane. This mentoring program 
included fourteen autistic young people who attended the conference. The aim of the 
program was to link mentors with mentees to increase self-advocacy, leadership and 
belonging (Autism Mentoring Program, Training Program, 2015). Specifically, the 
mentor’s role was to “build on mentee’s short and long term life goals, linking them to 
relevant services, social groups and networks, supporting their academic, social, 
emotional and employment goals, with the added bonus of developing far reaching 
interpersonal relationships” (Autism Mentoring Program, Training Program, 2015, p. 
3). Each member of the group was assigned to be either a mentor or mentee. The 
mentors were then allocated a mentee. This approach to mentoring appeared 
effective as it encouraged people to share their stories, “one aspie to another” (PF, a 
young autistic man with anxiety and depression). Individuals within the mentee group 
said they felt it was a safe space to voice their thoughts and concerns as all 
members in the group shared a common language and life journey (all members had 
an Autism diagnosis). Group members commented that it was, “nice to be around 
people who understand me” (CD, a young female on the Autism spectrum) and, “It’s 
nice that I can talk to people in the group openly and not have to hide anything” (YX, 
an 18-year-old autistic female). At the end of the conference, members of the group 
exchanged contact details and they continued to use the initial Facebook page to 
stay in contact.   
Autistic young people spoke about hiring other adults on the Autism spectrum within 
the workplace as mentees to support autistic people within the workplace. OS, a 
mentor member of this group, spoke during the Autism conference about the benefits 
of employing autistic young people. OS worked for an employment service and 
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proposed that autistic young people be employed to, “help others on the spectrum 
get the job” (i.e. through mentoring). OS said: 
[that] employment service providers, especially the not for profits, need to get 
to together in order to make fundamental change and I suggest that 
fundamental change comes from employing people on the spectrum to 
actually make this world understand those people on the Autism spectrum.  
Self-Employment: I am my own boss 
I spoke with some autistic young people who said they preferred self-employment, 
both because they were aware of their social skill difficulties and because it allowed 
them to focus on their interests. OB, an autistic adult who was diagnosed as autistic 
later in life, spoke about self-employment as a way for autistic young people to 
successfully navigate employment using their passionate interests. OB said he 
experienced a very difficult transition from school to work as he was, “abused 
because I was so ‘different’”. OB talked to me about the advantages of self-
employment for autistic young people, sharing that: 
In the 45-year work career I have never been an employee, I have never 
 been in a position where I was required to take or follow direction. I have 
 always been self-employed. I have always been able to work only when I 
 wanted to and on my terms. My first job at 16 was to open a restaurant in 
 partnership with someone I met. My later jobs in the IT industry were always 
 as a consultant. 
OB followed on to say that he was, “blessed or cursed with a very strong intellect 
which has made it easier for [him] to follow a non-standard pathway through 
employment and life”. He described the advantages of self-employment, such as, 
“the ability to do things 'my' way at 'my' pace in an environment that I can control” 
and that he could focus on his interests. He said he experienced strong sensory 
preferences (such as heightened hearing) and with self-employment he could, 
“control (i.e., eliminate) unwanted distractions and [he’s] never had to try and work 
out or live with social communication issues”. When OB was asked his opinion about 
how schools could help autistic students with the post-school transition, he said that 
there needed to be awareness and acknowledgment of the person’s interests and, 
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“more awareness of self-employment opportunities, rather than the automatic 
assumption of an office or departmental or other structured opportunity”.   
Autism Awareness and Acceptance in the Community  
Autism awareness and acceptance were frequently raised topics of discussion. It 
was argued by many that it’s not just about Autism awareness but also about 
acceptance.  
In addition to the need for Autism awareness and education, some autistic young 
people spoke about the need for acceptance and understanding. Daniel Share-
Strom is a public speaker and Autism advocate who recently presented at TEDx (an 
online platform for people to independently create events and upload videos of a 
topic). During this talk, Daniel spoke about the importance of Autism acceptance, 
saying: 
The surge in autism awareness is fantastic but what we are really waiting for 
 right now are understanding and acceptance. Understanding will dismantle 
 preconceived stereotypes and acceptance will acknowledge the validity of the 
 way that we experience the world. (Share-Strom, 2016) 
Daniel spoke about how limited acceptance and understanding of Autism may result 
in autistic people, “grow[ing] up feeling broken, not believing in themselves and not 
believing in their future”.   
Autistic young people spoke about the importance for employers to understand how 
to best support an employee on the Autism spectrum within the workplace and to 
accept these differences. An example often described was in relation to the 
employers’ awareness of specific sensory needs of the autistic young person, such 
as dimming lights if they are sensitive to lighting or allowing the autistic person to 
wear headphones to reduce noise.  
Generally, education in the form of workshops and information sessions within 
workplaces for employees and employment services, were often identified as ways 
to increase Autism awareness, acceptance and create a more positive perception of 
Autism in the community.  
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CHAPTER 5 
THE OUTCOME OF GREATER UNDERSTANDING AND EMBRACING THE 
AUTISTIC CULTURE  
"Too often the story of disability is told through unemployment and poverty"  
(AP, professional) 
“I do feel [motivated] to share information of how things really are out there but 
always bring it back to our power to choose a response. We need to be solution-
focused”  
(MN, a mother to a 16-year-old female on the Autism spectrum) 
Parents and caregivers shared a range of experiences in relation to the diagnostic 
process, including their initial experiences of seeking a diagnosis for their child and 
the way that the Autism diagnosis had been explained to them. Autistic stereotypes 
also seemed to contribute to difficulties accessing a diagnosis. In particular, parents 
and caregivers and autistic young females spoke about the challenges in accessing 
an accurate diagnosis for autistic young females. A lack of awareness and education 
in relation to the way that autistic young females present was often identified as the 
main reasons why females were often mis or undiagnosed. Autistic young people 
and parents and caregivers described how the Autism diagnosis can often refocus 
deficits into differences.    
Ways that Autism is understood 
Various stereotypes associated with Autism appeared to contribute to the challenges 
people experienced in receiving and understanding an Autism diagnosis. These 
stereotypes included false assumptions including notions that all autistic people have 
limited interest in forming friendships, possess savant skills or that Autism is a male 
condition.  
Parents and caregivers shared their experiences seeking an Autism diagnosis for 
their child and the challenges receiving an accurate diagnosis, particularly for their 
daughters. They described two positive outcomes of their child’s diagnosis including 
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a greater understanding of their or their child’s differences and a sense of belonging 
to a community and a culture (the autistic culture). People spoke about learning to 
embrace autistic qualities, as opposed to finding a cure or fixing their Autism.  
Perspectives of Neurodiversity and Disability  
There seemed to be two main perspectives on how parents and caregivers and 
autistic young people viewed Autism. Whilst some people viewed Autism as a 
neurological condition others perceived Autism as a neurological difference, which 
aligns with the neurodiversity movement. These people associated their differences, 
or their child’s differences, as part of human neurodiversity. 
Some parents and caregivers and autistic young people viewed Autism as a different 
way of thinking or, “just a different wiring of the brain” (HL, an autistic female who 
also experienced anxiety). They frequently discussed the concept of neurodiversity 
and how important they felt neurodiversity was for people to develop compassion 
and acceptance of differences. For example, many of the autistic young people I met 
considered Autism as a neurological difference, “just something that is different from 
everyone else, which is a cool thing. It would be so boring if I was just like everyone 
else or everybody was the same” (MG, a young autistic male). CD a young autistic 
female who spoke at a conference in 2015, described her work colleague’s reaction 
to when her disclosure of her Autism diagnosis saying, “He believes that Autism is 
just another variation of us as human beings and that having different personalities, 
goals, aspirations and desires, makes the world a cool place. He doesn’t really see it 
as being an issue but sees it as a quirk”. I later asked CD to describe how she 
responded to her work colleague’s reaction to her disclosure where she said, “I was 
surprised that he was so open-minded and he didn’t, like, judge me for the 
diagnosis”. Similarly, MN a mother, said she believes that, “It’s the responsibility of 
all people to be aware of neurodiversity and acceptance, not just those with a 
disability”. MN described her 16-year-old daughter’s experiences at TAFE, saying 
the person who was in class supporting her daughter made assumptions of her 
abilities based on her Autism diagnosis, “rather than getting to know her and seeing 
she is very intelligent and able, she treated her like a child. It was patronising”. MN 
continued to say that the focus should be on, “a consistent message of responsibility, 
  
Page 143 of 261 
 
empowerment, inclusion and equality are shared rather than focusing on victimhood 
and problems”. 
Although parents and caregivers valued their autistic child’s differences, for some 
parents and caregivers, they also viewed these differences as a disability. Parents 
and caregivers spoke about feeling frustrated when they heard others claim that 
Autism is a difference and not a disability. One parent (Kuchipudi, 2016, para 7) of a 
daughter on the Autism spectrum described her perspective in her online blog, that 
Autism is a difference but also a disability: 
 A lot of people try to talk up the "snowflake" perspective when they talk about
 Autism— "Celebrate difference, not disability!" — and I buy into that way of 
 thinking, but not completely. It's very important to recognize that for many 
 people on the spectrum, their difference is a disability.  
Similarly, while some autistic young people spoke about valuing their differences, 
they also identified that they would like to eliminate all the challenges they 
experience (i.e., difficulties understanding other people’s perspectives, showing 
emotion and making friends). Some autistic young people also described to me their 
desire to want to be, “neurotypical for a day to see what it was like. But I wouldn’t 
want to stay neurotypical forever” (DK, a young autistic male with anxiety and 
depression).  
Finding a Cure for Autism 
Although I attempted to find informants who desired for a cure for Autism, I met 
nobody who held this viewpoint. I used mostly blogs and social media sites to learn 
more about this perspective. It seemed most people who were in favour of a cure for 
Autism, believed that it would eliminate the pain for not only the autistic person but 
also for those who support that person. These people appeared to see Autism 
through a deficit or medical lens, rather than through the lens of neurodiversity. 
Most of the discussions about curing Autism seemed to occur online in personal 
blogs or groups that claimed to cure Autism by using specific diets or medical 
procedures such as removing high levels of mercury in someone’s blood. However, 
in a recent article posted on Newsweek, an autistic man who supports a cure for 
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Autism was interviewed about neurodiversity. This man said, “Hopefully on my 
tombstone they will write, ‘We don't need no stinkin’ neurodiversity’” (Hayasaki, 
2015, para 3). Some parents and caregivers said they felt guilty when they thought 
about a cure for Autism. They expressed feeling pressure from other parents and 
caregivers to say they would not want to change their child, or remove the Autism. 
For example, TJ is a mother with two children on the Autism spectrum. She spoke to 
me about her frustrations when interacting with other parents and caregivers with 
children on the Autism spectrum saying: 
When I meet other mums with kids on the spectrum, they all talk about how 
great it is that their kid is different and whatever. But I’m like, I love my kids, 
but gosh she doesn’t have any friends and just struggles. I don’t know. I wish 
things were easier for her.   
Other parents and caregivers said, in response to curing Autism, “I will do everything 
I can to see that my son lives a life as close to normal as possible. It’s not about 
curing his Autism. I think I need to focus on my son’s life, his future, whatever that is” 
(HK, parent with a son on the Autism spectrum).  
Generally, the people I spoke with viewed Autism as a life-long condition, with 
challenges, strengths and differences. Parents and caregivers expressed the view 
that although they would like to imagine their children’s future as positive and 
successful, they believed their children would encounter many obstacles and 
challenges across their lifespan such as in maintaining social relationships and 
meaningful employment. Overall, in an ideal world, parents and caregivers and 
autistic young people said they would want to remove the challenges and, “keep the 
Autism inside” (HK, parent with a son on the Autism spectrum).  
Seeking a Diagnosis  
Parents and caregivers described the need for insight into their children’s 
differences, which were apparent at school and home, as a key reason for their initial 
seeking of a diagnosis. Parents and caregivers said this diagnosis changed the way 
people viewed and interacted with their children, “Rather than seeing my child as 
naughty and difficult, the school now has an understanding of who he is and how he 
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might think. They can work with him now” (LF, a mother whose six-year-old son was 
recently diagnosed as being on the Autism spectrum).  
Parents and caregivers with an autistic child spoke about the stigma surrounding a 
diagnosis. They shared their fears about not wanting to ‘label’ their children and to 
avoid the stigma their children may face throughout their lives. “Torn and guilty” (CC, 
a mother with a daughter on the Autism spectrum) described the way many parents 
and caregivers felt when initially seeking support and when their child initially 
received a diagnosis of ASD. When discussing their concerns about seeking a 
diagnosis of Autism, parents and caregivers often reflected on the potential of the 
diagnosis to negatively influence their child’s future. Parents and caregivers were 
concerned the stigma associated with Autism could impact on their child’s success 
obtaining employment as an adult, “I am a bit worried that because she is autistic, 
then when she tells people that she is, they won’t hire her because why would they 
hire her over someone without ASD?” (LH, a mother to a daughter on the Autism 
spectrum). Similarly, when I first met CC, her daughter had been recently diagnosed 
as being on the Autism spectrum. CC expressed fears that, with the Autism 
diagnosis, her daughter may become stigmatised or, “labelled as strange” 
throughout her life. She described her concerns that her daughter may think her 
diagnosis means, “I am special, so I don’t need to try hard to do things”. CC said she 
did not want her daughter to think she was “faulty or broken in some way”, but she 
hoped that with the Autism diagnosis, her daughter would develop a healthier self-
identity and understanding of her differences.  
In my role as an occupational therapist, parents and caregivers often spoke to me 
about the benefits of the diagnosis in relation to school and government funding. 
Although they described feeling guilty in seeking a diagnosis, some parents and 
caregivers described the importance of focusing on the present situation rather than 
focusing on their child’s future, “I need to just think that this diagnosis can help him 
now and he can get help at school. He’ll just struggle without it” (LP). 
The Challenges without a Diagnosis  
The lack of a diagnosis was also raised by informants as problematic. The financial 
and emotional stress that existed within families where there were children who were 
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not yet identified as being on the Autism spectrum was discussed. Families in this 
position described feeling ‘burnt out’ and confused by their autistic children’s 
behaviour, and that they were looking for answers.  
Parents and caregivers said they wanted an explanation that could be provided to 
people who expressed concerns about their children’s behaviour (e.g., people in the 
community, school staff). Parents and caregivers struggled to access supports when 
their children did not have a diagnosis, as diagnosis is typically a requirement of 
specialised support services and funding. Instead, families were required to access 
private services, which were typically expensive. 
How the Diagnosis is presented  
In my work as an occupational therapist, I have encountered families who were just 
beginning their Autism journey. I have supported parents and caregivers through 
their initial concerns and after their children have received a diagnosis of Autism. 
Over time, I started to form the opinion that parents’ and caregivers’ experiences of 
healthcare professionals in the early stages of the diagnosis could influence the way 
they viewed the diagnosis and their children’s future. My discussions with parents 
and caregivers confirmed this opinion as their perceptions regarding their children’s 
future did appear to have been influenced by the ways in which the healthcare 
professionals had described Autism to them. Parents and caregivers either 1) viewed 
the diagnosis through a deficit-focused lens or 2) embraced the Autism diagnosis as 
a statement of difference.  
The wording that healthcare professionals used during appointments with parents 
and caregivers appeared to be powerful in determining the way they then viewed 
their children’s Autism. Some parents and caregivers had been introduced to the 
diagnosis of Autism through words such as ‘treatment’, ‘fix’ and ‘problems’, 
seemingly predisposing them to view their child through the lens of diagnosis and 
think of deficits in their children. In contrast, other parents and caregivers had 
engaged in a diagnostic process with healthcare professionals who had used more 
positive and holistic language such as ‘differences’, ‘current difficulties’ and 
‘strengths of Autism’. They were future focused, and appeared more likely to 
embrace their child’s differences and the autistic culture.      
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Difficulties Receiving an Accurate Diagnosis and the Consequences of a Diagnosis  
Several parents and caregivers and autistic young people spoke to me about their 
difficulties in receiving an accurate diagnosis of Autism. Although this was not an 
area I expected to discuss with people, I realised this was an important topic to 
address as these experiences had an impact on the person’s self-identity and 
engagement in adult roles. Many autistic young people shared a similar journey to 
receiving their diagnosis of ASD, typically accessing supports for co-occurring 
mental health conditions (such as anxiety and depression) prior to their Autism 
diagnosis. 
For example, OB was diagnosed as an adult, “I had a breakdown at 50 and ceased 
most work”. He described his struggles with mental health conditions (with Post 
Traumatic Stress Disorder, PTSD, and issues related to a history of sexual abuse) 
for years prior to his Autism diagnosis; however OB said he had limited 
understanding of strategies to manage his anxiety. OB said his psychologist, “'knew I 
was Autistic the day we met but never mentioned it because it was not the focus of 
why I was seeing her”.  
Typically, it was autistic females and parents and caregivers with daughters on the 
Autism spectrum, who described the most challenges accessing an accurate 
diagnosis. Autistic females described the various challenges they experienced in 
receiving an accurate diagnosis, including misdiagnoses with other mental health 
conditions such as depression, anxiety or Bipolar Disorder. Misdiagnosis appears to 
be due to a lack of awareness and education in relation to how autistic young 
females are perceived compared to males. This lack of awareness can delay access 
to support services, negatively impacting the life trajectory for females. 
Reflections on my Clinical Experiences with Autistic Young Females 
In my work as an occupational therapist, I began to identify a pattern emerging with 
the female clients and their families who were referred to our community clinic. 
Parents and caregivers shared their frustrations with the challenges in receiving an 
accurate diagnosis for their daughter. Prior to attending occupational therapy, 
parents had often accessed other services (i.e., psychologist or paediatrician) to 
discuss their concerns for their daughter’s social and emotional development. 
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Through this, their daughters were typically diagnosed with AD/HD or Oppositional 
Defiant Disorder (ODD) or other co-occurring conditions such as anxiety or sensory 
processing difficulties. Parents and caregivers typically shared that they felt this was 
not an accurate diagnosis for their daughter. For example, JG a mother with a 
daughter on the Autism spectrum, shared her frustrations about the diagnostic 
process and misdiagnosis saying, “My daughter was first diagnosed with ODD but I 
knew that wasn’t the right diagnosis. I knew there was something else there, hidden 
away, that the doctor couldn’t see”. I started to realise that parents and caregivers 
experiencing this journey, shared a common description, that they had a ‘gut feeling’ 
that the diagnosis for their daughter was inaccurate.  
These parents and caregivers often described feeling ‘burnt out’ and physically and 
mentally exhausted as a result of ongoing attempts to ‘convince’ people that their 
daughter was not typically developing. Parents, often mothers, not only had to 
convince healthcare professionals but also school staff as their daughters would, 
“hold it all in during the day and seem like the perfect student and then by the time 
she gets home, she’s a mess and just falls apart” (LH, a mother with a daughter on 
the Autism spectrum).  
Parents and caregivers attended appointments with health professionals with the aim 
of receiving answers and understanding of their daughter’s behaviour. However, 
parents and caregivers, particularly mothers, often felt their intentions for a diagnosis 
were questioned as the behaviours they described only occurred at home. They 
were often provided with parental advice on how to best manage their daughter’s 
behaviour and challenges, rather than explanations for their daughter’s 
developmental differences. Overall, mothers felt healthcare professionals were 
sceptical about their descriptions of their daughter’s behaviour.  
Parents and caregivers described their frustrations in receiving an inaccurate 
diagnosis, saying that professionals often missed the subtle signs of Autism in their 
daughters. This was not only frustrating but also financially stressful for parents and 
caregivers, as they often engaged with numerous professionals in search for 
answers. Some of these parents and caregivers I spoke with were also autistic or 
had other children who were on the Autism spectrum. These experiences helped 
them to see similarities and the Autism-related qualities in their daughter that others 
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perceived as ‘quirky’. One mother with a son on the Autism spectrum described her 
frustrations in her attempts to gain an accurate diagnosis for her eight-year-old 
daughter (who at the time, was being re-assessed for Autism), “I just can’t 
understand why they didn’t diagnose her as autistic the first time. I was surprised 
when they said she wasn’t. Does that make me a bad mum, in that I want a 
diagnosis for my daughter?”  
Parents and caregivers shared feelings of relief when their daughters were 
recognised as being on the Autism spectrum. They said they felt they could start to 
authentically connect with their daughters with greater understanding. Parents and 
caregivers described that the way that the diagnosis had allowed them to accept 
their daughter’s differences, rather than viewing their daughter through a deficit lens.  
Autistic females described feeling that their Autism diagnosis was discounted by 
professionals and other employment agencies as they considered Autism a “male 
disorder” (Sarris, 2003, para 5). Females described to me their frustrations with 
accessing support after the diagnosis, saying “that even if you do receive an Autism 
diagnosis, people may not even believe you” (CD). NK, an autistic female, was 
diagnosed as an adult and said her family did not initially believe that she was 
autistic. NK commented that, when she was in school, a teacher said to her, “You 
are so autistic, you realise that eh?”. NK said, “at that stage I had no idea. I got a 
book at the library and wrote down a list of all the reasons she might be right”. NK 
then shared them with a family member who said that, “I was just like I was because 
of my mother and I just needed to be a teenager and hang out with people my own 
age and stop making excuses”. NK said she, “just parked it” but later in life, “issues 
with my husband meant I googled it again and read ‘asperg girls’ and went ‘this is 
me’’”. NK identified various indicators of Autism when she was younger, “before 13 it 
was all pretty perfect. I had a best friend from 5-12 and I shadowed her constantly, 
she was my safety. Then she moved to Singapore. That was the point probably 
when I realised I was different to others”.    
I met several mothers who were recently diagnosed as autistic, just following their 
child’s Autism diagnosis. Typically, their children were first diagnosed. They then 
started to reflect on their children and could identify with some of the same 
experiences as their children. I met one mother at a recent conference in 2017, 
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where she spoke about her journey to receiving an Autism diagnosis. Her son was 
diagnosed as being on the Autism spectrum at a young age. She also experienced 
reduced self-esteem and anxiety throughout her life and said, “I was an effective 
worker, but I had issues in the workplace” and as a result, she wanted to access 
support to understand and address these difficulties. 
There also seemed to be a lack of awareness and education amongst professionals 
regarding how females on the Autism present differently to males. Parents and 
caregivers spoke about their frustrations regarding the lack of awareness of autistic 
young females and the difficulties of getting professionals to identify autistic qualities 
in females. YT, a caregiver to a 19-year-old daughter on the Autism spectrum said, “I 
get a lot that she is normal and she doesn’t have ASD”. YT suggested, “You need a 
lot of advocates out there to explain Autism, particularly for girls”. Similarly, BC (a 
mother to a daughter on the Autism spectrum) said the paediatrician described her 
daughter as, “quirky and just has a learning disorder. She wants friends and she 
cares if people like her, so she doesn’t have Autism”. BC continued to describe to 
me how her daughter was perceived inaccurately during the paediatrician 
appointment, saying: 
She managed to keep everything together for ten minutes, but that doctor 
needs to see my daughter at home. See when she has a meltdown and I can’t 
do anything to help her. See when the other kids bully her and how she has 
no idea how to make friends. What do I tell my daughter? She will grow up 
thinking she is defective rather than different. 
In my professional role as an occupational therapist, I frequently witnessed this lack 
of awareness from professionals. One example occurred during a meeting at a 
primary school, which was organised to discuss school-based strategies for a nine-
year-old female I was working with. The parents also attended this meeting and had 
spoken to me about feeling like, “something isn’t quite right with [our child]” and 
saying that they believed her daughter may be autistic. During this meeting, one of 
the professionals said, “Well she clearly doesn’t have Autism. She has friends and 
can communicate what she wants and isn’t rocking in the corner. So I think it’s just 
something she will grow out of”. We then discussed the different ways autistic young 
females can present (i.e., appear to be socially successful by camouflaging and, 
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although they have restricted interests, they are generally more socially appropriate 
compared to autistic boys) and the reasons behind the social challenges this young 
girl was experiencing. This young girl was later diagnosed by her paediatrician with 
ASD. The parents of this young girl expressed their appreciation of having an 
advocate for their child, explaining that they often felt school meetings become 
technical and difficult to follow for parents.  
Autistic stereotypes seemed to contribute to difficulties accessing a diagnosis. YA, a 
parent with an autistic daughter, explained that her daughter did not present with 
stereotypical indications of Autism which created challenges for others to understand 
her Autism diagnosis, “My daughter has never rocked in a corner and she likes 
hugging people. But that’s not autistic? But she is very autistic”. YA said caregivers 
need to be determined and fight for their daughters to receive an accurate Autism 
diagnosis, “You are trying to tell the doctor that something is wrong and them saying 
‘no’. All through kindy you are saying this and then all through school you are saying 
this”. Similarly, MN, a parent to a 16-year-old female on the Autism spectrum, said 
that her daughter was not diagnosed until she was 14 years of age. MN said, “She 
was stimming at two and I thought that was a bit unusual so I went to the 
paediatrician and I got all the stereotypes thrown at me - it was bad parenting or just 
a phase. He said that she was fine and she will grow out of it”. However, as MN’s 
daughter grew up, she said she needed to be “instinctive about parenting” before her 
daughter’s Autism diagnosis. MN said her daughter was not diagnosed until 14 years 
of age - with Autism, depression and PTSD. She said they struggled to find 
professionals with experience working with autistic young females.  
YA, a caregiver and Autism advocate, suggested that parents and caregivers seek 
professionals who have experience with autistic females, “Girls are finding it hard to 
be diagnosed but the parents have worked it out. And if that professional isn’t 
listening to you, move to another doctor or seek another professional”. YZ also 
suggested that parents and caregivers inform professionals, “about your worst day”. 
YA said, “Whatever you report can influence your support and what services you get. 
Then go home and celebrate your best case”.  
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The Consequences of a Late Diagnosis  
A late diagnosis can result in delayed access to services and funding such as early 
intervention as a child and psychological services as a young adult. In the current 
study, I discovered that this lack of access to supports can have an impact on the 
person’s overall life trajectory.  
For example, children who were diagnosed with ASD at school, had less access to 
funding options compared to children who were diagnosed early in their lives. For 
these children, this late diagnosis resulted in limited access to early intervention and 
therapies to address possible delayed communication and self-care skills and 
difficulties with play and social skills. Families then financed these therapies 
independently which were typically expensive and difficult to access without a 
diagnosis.  
Some autistic young people who were diagnosed later in their life also found it 
challenging to form a positive self-concept (‘what kind of person am I?’) and self-
identity (‘who am I?’). This seemed to be due to a lack of understanding of their 
differences as a child and perceiving themselves as, “broken and defective 
compared to the other kids” (HD, an autistic woman diagnosed later in life). The 
diagnosis appeared to create more understanding of their differences and relief 
knowing that, “something wasn’t wrong with me, just different” (PL, an autistic female 
who was diagnosed with ASD as an adult and also experiences depression and 
anxiety). 
Reactions to a Diagnosis  
There were a range of responses from autistic young people and parents and 
caregivers to the initial Autism diagnosis. Some parents and caregivers openly 
discussed the diagnosis with their child as they believed it provided understanding 
into their child’s differences. Less common, were parents and caregivers who chose 
not to disclose the diagnosis to their child as they feared it would negatively impact 
on their child’s future.   
Autistic young people and parents and caregivers felt a diagnosis provided insight 
and understanding into more challenging behaviours. HD, an autistic woman 
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diagnosed later in life, spoke at an Autism conference, describing her experiences 
before and after her Autism diagnosis. HD said she felt different from her peers 
throughout her life, saying: 
It was like I was an alien living in another world and I had to study how these 
people lived to fit in. Once I had the diagnosis I could understand my 
differences better. I had to get to breaking point to get the diagnosis but it 
makes sense now, how I think. I am more confident now in myself.  
One autistic female said in her online blog that her diagnosis of Autism answered the 
question, “Why am I so different from other people?” (Kim, 2015, para 2). Kim (2015) 
described her experiences as a child, “When you grow up knowing that you’re 
different–and worse, suspecting that you’re defective–acceptance doesn’t come 
naturally. Too often, autistic individuals are acutely aware of the ways in which they 
don’t measure up to social norms” (para 4). She explained that her diagnosis of 
Autism, “forced me to challenge some long-held beliefs about myself. What if all 
these things that are wrong with me–I was still thinking more in terms of “wrong” than 
“different”–aren’t my fault?” (para 5).  
Similarly, parents and caregivers also identified how the diagnosis creates more 
understanding of the child’s behaviours. YA (a mother with a daughter on the Autism 
spectrum) said, “it [diagnosis] was needed so that I could tell other people why she 
was acting a certain way and say, ‘I’m sorry, she is autistic’”. Parents and caregivers 
said it provided them with the words to use when they needed other people to 
understand why their child was appearing difficult in public, “If he is running around 
like a chicken and bumping into people and stuff I can say he’s autistic, sorry” (XR, a 
mother with an eight-year-old son on the Autism spectrum). 
Parents and caregivers also shared their experiences of the time after their child was 
diagnosed as being on the Autism spectrum. Most described feeling lost, 
overwhelmed and confused regarding where to seek support. They said they used 
search engines such as Google to identify Autism therapy options, as they felt their 
paediatricians did not provide them with adequate support and guidance concerning 
where to access this support. As an occupational therapist, I have witnessed this on 
several occasions. Parents and caregivers frequently describe feeling ‘lost’ after the 
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diagnosis of their child and “have no idea where to look or who to talk to, to start 
everything” (IC, a mother with a son, who at the time of this research, was being 
assessed for ASC).  
There were some parents and caregivers who did not support their child’s Autism 
diagnosis for fear it would negatively impact on their child’s future. When I spoke with 
CG (a father with a son who was currently being assessed for possible Autism), he 
was on the waiting list to see a specialist to confirm an Autism diagnosis for his son. 
CG said he knew that his son was, “a bit different”, however he expressed his 
dilemma regarding the diagnosis: 
I don’t think he needs a diagnosis but he needs some understanding from 
people. Right now, I can only think that the diagnosis would change the way 
people treat him. [However,] he may think just because he has this Autism 
that he can’t get good grades or get a job. I don’t want to do that to him. 
Professionals described the decision of some parents and caregivers to not disclose 
the Autism diagnosis to their child, and the consequences of this decision. For 
example, a professional who organised a transition group in Queensland (CM) 
discussed the impact of this saying: 
Depends on the reaction of their diagnosis and how it was discussed with 
them when they were younger. If it’s not shared with them, and they get to 18 
or 19 and nobody has spoken to them about the strengths and goals, then 
that creates a loss of self-identity and it almost becomes a secret. 
Similarly, VL a professional who works with children and teenagers on the Autism 
spectrum, said: 
Some parents just keep it [Autism] quiet and they don’t talk about it. If it was 
explained to them [children] in a positive way, their Autism, they would have 
an understanding of why they do certain things. I do think we need to start 
giving the kids something to use, the language, so they start taking control. 
Autistic young people described the need for parents and caregivers to share the 
Autism diagnosis with their child, as it can help to provide an understanding of their 
differences. They spoke about how a diagnosis can support the child to feel 
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“different, rather than defective” (AJ). For example, a young autistic man and Autism 
advocate, AX, described his journey to learning he was autistic, saying, “I was 
diagnosed at five years of age but I wasn’t told about my Autism until I was 14. When 
you get the diagnosis, it kinda puts you together a bit”.  
Some parents and caregivers thought carefully about how to discuss the diagnosis 
with their child and often asked for support and advice from professionals such as 
psychologists and occupational therapists. Parents and caregivers described feeling 
hesitant to explain the Autism diagnosis to their child in fear they would do, “more 
harm, than good” (LH, a mother to a daughter on the Autism spectrum). LD, a 
mother whose daughter was recently diagnosed with ASD, described her 
uncertainties about explaining the Autism diagnosis to her daughter, saying, “I think I 
will get the psychologist to explain it to her. I don’t know how to do it and I will 
probably say something that makes things worse”.  
However, there were some parents and caregivers who chose not to disclose the 
Autism diagnosis to their child in fear it would negatively impact on their self-esteem 
and identity. Parents and caregivers also felt they needed to wait for the ‘right time’ 
to tell their child about their Autism diagnosis. For example, XR a mother with an 
eight-year-old son on the Autism spectrum, said, “I don’t think he needs to know just 
yet. I want to hold off a bit before we tell him because I think he will just think he’s 
broken or stupid or something if I tell him he is Autistic. He’s not ready”.  
Some teachers spoke of feeling guilty after hearing that a child in their classroom 
was autistic, as they had considered this child naughty prior to the diagnosis. “I feel 
terrible that I thought he was just a naughty kid. There is so much that this kid has to 
deal with. I can now start to work with him, rather than against him” (CZ, a primary 
school teacher). School staff also said they were sometimes surprised when a 
student in their class was diagnosed with ASD, as they did not observe any 
challenging behaviours at school, “I don’t have any issues at school with him. I don’t 
know what to think because he is so good at school. He does get a bit distracted” 
(HW, a primary school teacher). School staff shared that they felt the diagnosis of 
Autism was at times inaccurate saying, “perhaps it is way to get more support at 
school” (KT, a primary school teacher working in a rural town).  
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The shared opinion amongst autistic young people, parents and caregivers and 
professionals that I spoke with was that the diagnosis needs to be explained to 
people with an Autism diagnosis in a clear and a positive manner.  
During a small group discussion with autistic young people, members of the group 
discussed how they felt the “DSM criteria is almost suicidal”. During this discussion, 
AW, a well-known professional in the Autism community, said, “[The DSM puts 
Autism] in a group of tragedies rather than embracing it” and also proposed that 
society needs to, “get away from seeing it as a disorder or deficit, but a value in 
society”. Similarly, when discussing the diagnostic criteria with MN, a parent with a 
16-year-old daughter on the Autism spectrum said, “if you think of AS in a deficit 
way, your life well be filled with deficits”. 
Autism advocate, Jeanette Purkis challenged the DSM-V (American Psychiatric 
Association, 2013) criteria and developed an Autism diagnostic criteria that reflected 
autistic young people’s strengths, rather than deficits. Purkis rewrote the ASD DSM-
V criteria with “neurodiversity in mind” (see Appendix A for the extended version) 
(Purkis, 2015a). During an interview with Jeanette she said, “I rewrote the DSM-IV 
criteria for ASD because it was so negative”. Jeanette also spoke about her 
concerns with the way some parents may respond to reading the current DSM-V 
Autism criteria when their child is first diagnosed as autistic, “They read the criteria 
and think it’s devastating, rather than thinking my child is amazing”.  
Embracing Autism  
Parents and caregivers, professionals and autistic young people described how the 
Autism diagnosis created more understanding of autistic people’s differences. 
Autistic young people discussed how, with an Autism diagnosis, they understood and 
valued their differences, rather than viewing themselves through a deficit lens as 
‘defective’ or ‘abnormal’. 
During my discussions with people who embraced the autistic culture, people 
frequently questioned the need for society to categorise and perceive Autism as 
something ‘abnormal’ that needs to be ‘fixed’. Autistic young people spoke with me 
about feeling proud of their differences and felt attempts to ‘fix’ or ‘cure’ these 
differences was excluding diversity. Autistic young people shared their frustrations 
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with the notion that any differences that they displayed were areas to be “fixed” (AJ) 
which, “often has the goal of making autistic people indistinguishable from their non-
autistic peers, creating the feeling of brokenness” (Kim, 2015, para 58).  
Autistic young people said that they did not consider themselves as ‘abnormal’ as a 
consequence of their diagnosis of Autism. Rather, they spoke about being proud of 
their differences, saying, “I would rather be different from other people than just like 
everybody else. That would just be boring” (BA). During an online presentation, an 
autistic adult and Autism advocate explained, “We are actually judged by our 
difference from so called ‘normal’. And the things that we do outside of the ordinary 
just get added to a list of things that have to be fixed” (Share-Strom, 2016).  
Professionals also spoke about the consequences of viewing Autism through a 
deficit lens. LK, a professional who works with autistic children and adults said, “If we 
categorise autism as abnormal and something to be fixed, we are altering people’s 
perceptions of what these kids can do. I am seeing lots of smart kids not living up to 
their potential”. Similarly, NG, an occupational therapist who works with children on 
the Autism spectrum, said she uses language that encourages families to view their 
child as different, rather than defective, “Autism cannot be fixed and we shouldn’t be 
seeing it as something that can be. We need to accept these children as different 
and work with them. Their Autism isn’t magically going to disappear”.  
Some autistic young people identified different terminology for their Autism as they 
believed it was, “part of who I am, but it doesn’t define who I am” (CD, a young 
female on the Autism spectrum). I met CD at an Autism conference. CD also had an 
online blog in which she referred to her Autism as her passenger (Cox, 2015). CD 
said, “I refer to my autistic tendencies as my passenger. The passenger that shares 
my life with me. I prefer using the term passenger as I thought I have more 
ownership over that than I would with the term Autism” (Cox, 2015). CD said the 
term ‘Passenger’ could be used to describe moments in her life that her Autism or 
‘passenger’ took control, for example, during stressful moments in her life,  
 After school life has its challenges. How I describe it to my non-ASD friends 
 is that on my bad days, my passenger is trying to take constant control of the 
 car and trying to distract me, for example, turning their hazards off and on.  
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 But on my good days my passenger sleeps or is content looking out the 
 window. 
The choice to use a term such as passenger normalises Autism and enables people 
to understand that Autism is only one aspect of a person’s life. When I discussed this 
term with CD, she described her passenger as a, “Trapped coalminer, always 
tapping, always letting me know it’s still in there, still alive”. She said that people 
without an Autism diagnosis can also relate to the term passenger as most people, 
“have to deal with a particular passenger in their lives” (Cox, 2015). 
Embracing the Autistic Culture  
Autistic young people and some caregivers had an awareness of the emerging 
contemporary autistic culture which also contributed positively to their identity. 
However, some professionals appeared to have little knowledge of the autistic 
culture, with some applying a more medical approach to intervention (e.g., 
encouraging eye contact which is typically not considered important within the 
autistic culture).  
Autism advocates, such as Jeanette Purkis, encourage society to embrace the 
autistic culture. Jeanette believes that, “In recent years there has been an 
emergence and blossoming of autistic self-advocacy, autistic pride and people 
starting to value themselves just as they are, their own perfect selves”. In one of 
Jeanette’s descriptions of her re-written DSM-V Autism criteria (online blog, para 14), 
she states: 
The weight of a world which often does not value or respect autistic people 
 can mean that they struggle to navigate life. This is not due to their inherent 
 deficiencies, rather it is mostly a result of a focus on some arbitrary ‘norm’. 
With the right support, understanding and self-confidence, autistic people can 
rise above this and be their best ‘them’.   
For those who embraced the autistic culture, I found it interesting to see how open 
they appeared for others to identify them as autistic or Aspie. For example, when I 
was shopping one day in a female clothing store, a young woman in her early 
twenties started conversation with me and asked what I was studying. When I 
described to her my PhD topic she said, “Oh I am Aspie, I’d love to talk to you about 
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your topic”. We then spent the next thirty minutes in the clothing store, discussing 
her Autism journey and experiences. She had a diagnosis of AS and described her 
Autism, saying, “It’s a positive thing, but it can also be a bit annoying. But I wouldn’t 
want to live without Asperger’s [Syndrome]”. 
Parents and caregivers who also had a neurological difference (such as Autism) or 
mental health challenges (with anxiety and depression being the most common)   
seemed to be more receptive to the notion of their child following the autistic culture. 
However, parents and caregivers with a child on the Autism spectrum and no family 
history of other neurological conditions or mental health issues were more supportive 
for the child to, “fit in with everyone else” (CC) and follow the mainstream culture.    
Parents and caregivers, who supported their child to immerse themselves in the 
autistic culture, were often supportive of different ways of communicating and 
interacting and they encouraged their child to connect with others who were also on 
the Autism spectrum. For example, during my work as an occupational therapist, I 
met a mother who was on the Autism spectrum, as were her two sons and husband. 
She described her family as an Aspie family and felt she belonged to and followed 
the Aspie culture. This mother said she did not force her sons to conform to the 
mainstream culture (i.e., forcing eye contact). However she did aspire for her 
children to mature into happy adults who contributed to society. 
I met many Autism advocates who encourage people to embrace the autistic culture. 
As I started looking through the internet, it seemed there were many Autism 
advocates who use online platforms to share their journey and disseminate their 
thoughts on topics related to Autism. The Autism advocates I spoke with were adults 
with an Autism diagnosis or parents and caregivers with an autistic child who used 
social media sites such as Facebook and blogs. Some of these sites were focused 
on neurodiversity and others were focused on providing advice to parents and 
caregivers and other autistic young people on topics such as friendships and work.  
For some autistic people, “written word is preferred over other means of self-
expression and communicative interaction” (Davidson, 2008, p. 792). The internet 
can eliminate any anxiety that may occur with face-to-face interactions.  
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Autism advocates said that, “A lot of the conversation around advocacy is conducted 
via social media” (AJ) because, “social media gives an excellent platform for 
discussions around Autism and empowerment” (AJ). AJ is an Autism advocate, 
works in a full time position and she also speaks at conferences around Australia 
discussing Autism. AJ also has an online blog.  When discussing the topic of Autism 
advocacy AJ said “Some autistic people, like me, are known primarily for their 
presence online”. AJ said that the internet is, “truly international” which means that, 
“issues and understanding around Autism self-advocacy can travel around the world 
in a matter of minutes” and the, “audience is potentially unlimited and things can get 
shared and be viewed by tens or hundreds of thousands of people”. AJ went on to 
explain the importance of an online presence, “Advocates make commentary on a 
vast array of issues, mostly centred around respect and understanding around 
Autism”.   
Social Acceptance: Reactions and Strategies 
Like most other people, many autistic young people share a desire to feel socially 
accepted. They spoke about living in a, “world that benefits from embracing Autism” 
(CH), as opposed to viewing Autism as a deficit or burden to society. Due to the 
challenges understanding and following mainstream social norms, autistic young 
people identified two main social coping strategies they use to help them ‘fit in’, 1) 
masking and 2) being a social chameleon. Parents and caregivers also shared how 
people reacted when they disclosed their child’s Autism diagnosis.  
Social Reactions  
Autistic young people and parents and caregivers spoke about their frustrations with 
the lack of Autism awareness and acceptance in the wider community. They shared 
their experiences of how others have reacted to Autism, either their child’s diagnosis 
of Autism or their own.  
I first met CD, a young female on the Autism spectrum, at an Autism conference in 
Brisbane. CD spoke about her frustrations with the lack of Autism acceptance in the 
wider community, “It puzzles me why other people seem frightened of difference and 
can’t see the greatness of uniqueness in their community”. Similar frustrations were 
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also discussed by some autistic young people on social media, saying, “It also is 
distressing when people with Autism are seen as some kind of redundant species 
that needs to be made eventually extinct by genetic tampering. Instead of operating 
on fear and ignorance why not change to acceptance and inclusion?” (AG, 2016, 
online social media thread).  
Parents and caregivers spoke about the reactions from others when they shared that 
their child was autistic. A mother with a son on the Autism spectrum explained on her 
online blog that she felt people ignored her son's Autism in an attempt to be polite, 
“You pretending that his disability does not exist or that you don’t see it or that we 
shouldn’t talk about it just tells me that you think disability is bad and autism is 
embarrassing. That is not nice, or even polite” (Murry, 2015, para 2). This mother 
went on to say, “It’s not a dirty secret in my house that autism exists” (para 3). 
Feeling Accepted  
The desire for autistic young people to feel accepted in society and valued was a 
consistent topic identified throughout the project. Autistic young people shared 
stories of feeling like an, “alien” (HD, an autistic woman diagnosed later in life) and 
described situations where they felt they would never be accepted, “I will never be 
accepted. If there are two people in a room and another person enters, that person 
will gradually go towards the ‘normal’ person or person without AS, it’s just life” (DK, 
a young autistic male with anxiety and depression). During an Autism conference, a 
famous quote by Paul Collins (an author and father of a son with Autism) was used 
to sum up how autistic young people feel living in a society where they don’t feel 
accepted, “Autists are the ultimate square pegs, and the problem with pounding a 
square peg into a round hole is not that the hammering is hard work. It’s that you’re 
destroying the peg” (Collins, 2004, p. 225).   
Autistic young people described to me their attempts, throughout their schooling and 
into adulthood, to find a social group and feel a sense of belonging within the group. 
Autistic females said they rarely met other females on the Autism spectrum which 
created a greater sense of isolation. For example, CD (a young autistic female who 
also experienced anxiety) shared that, “I longed to meet other girls my age that 
shared the same word ‘Autism’. I don’t think I did until I was a teenager”. Autistic 
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females and males also shared their experiences of receiving pressure from family 
members and peers to follow the socially constructed norms, such as socializing, 
drinking alcohol and wearing certain clothes. When they finally received their 
diagnosis of Autism, they felt they no longer had to endeavour to fit into the 
mainstream culture and it provided validation that it’s okay to be different from 
others. 
More recently, autistic young people and advocates are using the internet as a 
source of social support and a community to create a, “platform for discussions 
around Autism and empowerment” (AJ).  Some adults who were diagnosed with 
Autism later in life, used the internet as a way of connecting with others living a 
similar journey, “I turned to the internet, where I discovered there were others out 
there trying to make sense of it all too – an online tribe for the tribeless, a diaspora of 
aliens in a neurotypical universe” (Dunne, 2015, para 6). The internet also seemed to 
be used as a way for autistic young people to find support online, from blogs and 
social media sites, and, “For some, online communication is a lifeline” (Dunne, 2015, 
para 6). Autistic young people described social media sites such as Facebook as, “a 
safe way of having access to this alien world” where they feel accepted, “No one 
realizes I am different. I am accepted as I am, and it eases the loneliness” (Russell, 
2016, para 7). Autistic young people also spoke about feeling included in a 
community online, saying, ‘In this setting, I am no longer on the outside looking in, 
but part of a larger, worldwide community” (Russell, 2016, para 7).  Other autistic 
young people use the internet to connect and identify with other autistic young 
people, for example, “I discovered a community of autistic adult bloggers. Reading 
about their experiences, I was surprised to discover how much I had in common with 
them” (Kim, 2015, para 11). Kim (2015, para 13), an online blogger, went on to 
describe her sense of relief when she met others online who shared her differences, 
saying, “It was a relief to talk about the “weird” parts of myself and have my tentative 
revelations met with virtual nods of agreement”. 
Social Coping Strategies  
Typically, it was autistic females who discussed using social coping strategies such 
as, “being a social chameleon” (AJ, a young autistic female with anxiety and 
schizophrenia) to camouflage their difficulties. They described mimicking people who 
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were socially successful (their clothing, gestures and facial expressions) in an 
attempt to “navigate the neurotypical social world” (Walker, 2014b, para 10). Both 
males and females on the Autism spectrum spoke about wearing a mask in order to 
navigate the mainstream culture. 
People described masking as hiding or camouflaging any differences or difficulties to 
‘fit in’. There were different perspectives of the benefits and consequences of 
wearing a mask by autistic young people. For some, masking, “takes a huge amount 
of energy to sustain” (OS) and they felt “exhausted” (NK) as a result of masking. 
Fidalgo (2016, para 18), an autistic man who was diagnosed as an adult, said he 
would, “want to drop the armor and masks in a pile, and walk away from them 
forever. I want to shut off that self-surveillance system that’s been running inside me 
since I can remember, and disconnect the power supply”. For others, they said 
masking is, “Great in lots of ways. But somewhat unhelpful and a contributing factor 
to problems in another! If I didn’t mask I wouldn’t be what I am. But yes, there is a 
price” (NK). NK also stated, “Doesn’t everybody mask?”, but she said the differences 
between neurotypical and autistic people is that, “autistic people mask for survival”.   
Autistic young people said there were some contexts such as at home or with other 
autistic young people where they could remove this mask. For example, PF an 
autistic man shared at the end of a week-long Autism conference, “Finally finding 
people who understand us and where I can take my mask off and let other people 
see the beauty that lies beneath”. 
Another social coping strategy was the use of social chameleon strategies. This 
social strategy was typically used by autistic females. Autistic females said they were 
“effective chameleons” (AJ), adopting others personas in an attempt to fit in and 
change in response to the context or situation. An example of this is demonstrated 
by IG, an autistic female who also has AD/HD. IG shared her story about trying to fit 
in at primary school. She said she analysed and categorized her peers at school 
and, “took on” these mannerisms to fit in with the “cool, smart kids”. She described 
how she categorized her peers into three main groups, “one group being the ‘cool, 
smart kids’, the second group being the ‘cool, dumb kids’ and the third group being 
the ‘dumb kids’ and [explained that] I want[ed] to be in the cool, smart kids”. IG 
shared how she observed and analysed the mannerisms of these kids (i.e., how they 
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sat in class and their body language) and how they spoke to their peers and 
classroom teacher. She said she took on these traits in an attempt to fit in with her 
peers. Similarly, YZ, a parent with a daughter on the Autism spectrum, said, “She 
acts when you are out and watches others around her and imitates. She is trying to 
be normal. So yeah, that is like being a chameleon”.   
Females on the Autism spectrum acknowledged the advantages of using these 
social chameleon strategies to support their understanding of social norms and to 
start to explore their self-identity. However, autistic females also described the long-
term consequences of using this strategy, in relation to their self-identity, access to 
services and mental health (such as anxiety during social situations due to the stress 
of cognitively navigating the social world).  
As a result of learning to be a social chameleon, some autistic females said it 
impacted on their development of a healthy sense of self (or self-identity). AJ is an 
autistic female who was diagnosed as an adult and experiences co-occurring mental 
health challenges including anxiety. She was engaged in fulltime employment and 
lived independently. AJ shared the difficulties females on the Autism spectrum 
experience when hiding their true self-identities and mimicking others, “Another 
problem women can have - and I certainly have had over the years - is difficulty 
accessing our identity because we have been trying to fit in for so long”.  
Furthermore, autistic females may receive very limited support services, as they can 
appear to others to be functioning well. AJ described the challenges for autistic 
females in accessing services saying: 
It can be very hard for women on the spectrum though especially as we often 
look more ‘typical’ than our male autistic peers due to the fact that many of us 
do the social chameleon things. This means that when we try to access 
assistance we can be dismissed.  
Females also spoke about becoming cognitively exhausted as a result of using 
camouflaging strategies (i.e., cognitively rather than intuitively socialising). Females 
also shared that their unique ability to be a social chameleon resulted in their delay 
in receiving an accurate diagnosis as they, “could hide my difficulties so well from 
people” (HD, an autistic woman diagnosed later in life).   
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However, females also described the benefits of chameleon social strategies saying 
that it was an effective way to start to explore their own self-identity. I spoke at a 
conference that aimed to celebrate and appreciate women on the Autism spectrum.  
During this conference, I spoke about females using social chameleon strategies to 
navigate the social world. A mother in the audience who had a teenage daughter on 
the Autism spectrum said, “This isn’t really a bad thing though, being a social 
chameleon. Because we all do it to some extent, we look at the cool people and act 
like them so we fit in”. Another woman in the audience, who was on the Autism 
spectrum, responded saying, “Well, it is a bad thing if you don’t know who you are.  
You need to come to some realisation or self-discovery and work out who you are.  
It’s too exhausting otherwise”.    
Some autistic young adults shared their frustrations with the general perception that, 
“Autism gets easier when you are an adult” (RG). Autistic young people disagreed 
with the idea that it, “gets easier” (RG) and said there are many new challenges in 
adulthood; however as an autistic adult, you have more coping strategies (such as 
masking or social chameleon strategies) to manage these societal expectations.  
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“In order to live in greater joy, we need to begin to value our bodies for who and what 
they are instead of trying to change them by correcting a flaw that is not there” 
(O’Connell, 2012, p. 101) 
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CHAPTER 6 
DISCUSSION 
Throughout this research process, I have been invited into people’s lives, to spend 
time with them and to learn more about their direct experiences of the transition from 
school. I have witnessed autistic young people finish high school, gain and lose 
employment, enter into further study, start and end romantic relationships, form new 
friendships, move out of the family home to live independently and obtain their 
driver’s license. I met parents and caregivers whose children were recently 
diagnosed as being on the Autism spectrum, who often felt devastated and confused 
in relation to what this diagnosis meant for their children’s future. I also met people 
who received a diagnosis of Autism in their twenties and older, and this provided 
them with a sense of belonging and an understanding of their differences. As soon 
as I started to believe that I had a varied perspective on a topic, I would then meet 
someone with a different perspective. Although this was challenging, it also 
reinforced the commonly stated perception that ‘when you meet one person on the 
Autism spectrum, you meet one person on the Autism spectrum’.  
Despite literature and articles stating that “the best way to develop an understanding 
of autism is to listen to those who are autistic, their families and friends” (Beardon, 
2015, para 11), this is not consistently happening. Using a focused ethnographic 
research approach, I aimed to understand the transition from school from the 
perspective of autistic young people, parents and caregivers and professionals. 
Through listening to people’s Autism journeys and their experiences, I explored the 
following two questions:  
1. What are the experiences and perceptions of autistic young people, their 
parents and caregivers and professionals of the transition from school for 
autistic young people? 
2. What are the factors that help overcome obstacles for autistic young people 
during this transition? 
In this thesis, I aimed to explore the transition from school for autistic young people 
from a life course perspective. Leaving school is typically a part of adolescence, an 
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important phase of life, and the time of transition from childhood to adulthood. This 
transition involves relinquishing the role of school student and the expectation of 
adopting new roles such as the role of worker, homemaker, parent and spouse. It is 
an important area for research as it marks, for most people, the beginning of the 
socially-recognised passage from childhood to adulthood. Consistent with previous 
research, this thesis identified several challenges and support factors for autistic 
young people when transitioning from school.  
This thesis also recognised that the transition from school is one of many turning 
points in an autistic young person’s life. To develop an accurate understanding of the 
transition from school, it was necessary to explore the earlier life experiences of 
autistic young people and parents and caregivers, and the influence these had on 
the transition from school.  
This chapter commences with a discussion of the findings of this study that is guided 
by the five life course principles. This discussion highlights the importance of earlier 
life experiences, expectations of the future and the broader social and historical 
context in which an autistic young person lives. The findings of my research also 
indicate the importance of the existing autistic culture in providing young autistic 
people with a sense of belonging, social acceptance and a healthy self-identity. At 
the end of this chapter, I outline the clinical implications of my findings for autistic 
young people, parents and caregivers and professionals. 
Principles of Life Course Theory and Transitioning from School for Autistic 
Young People 
The five key themes identified by Bengtson, Elder and Putney (2005) in the life 
course theory, with statements relating to my results, are: 1) Life span development, 
“Thinking about my life after school before school even starts”, 2) Agency, “Nobody 
listens to me. With support, I can contribute to decisions about my future”, 3) Time 
and place, “Autism is a difference, not a deficit”, 4) Timing of lives, “I just need a bit 
more time”, and 5) Linked lives and understanding, “My Autism gives me a culture. I 
need to have aspirations for my future and not let others limit my potential” (see 
Figure 6.1).          
  
Page 169 of 261 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
1. Life Span Development – “Thinking about my life after school before school 
even starts” 
The first principle of life course theory is life span development, which refers to the 
understanding that development and aging are lifelong processes and that people’s 
experiences earlier in their lives can influence their life course (Bengtson, Elder & 
Putney, 2005). From this perspective, the transition from school is viewed in the 
context of a person’s whole life, typically following childhood experiences and being 
a pathway to adulthood. The results of this study highlighted the importance of 
experiences earlier in life in shaping the transition from school for autistic young 
people and expectations for the future. Two issues that informants discussed were 
diagnosis and experiences of schooling.  
Life Span Development 
"Thinking about my life 
after school before school 
even starts"  
Agency 
"Nobody listens to me. With 
support, I can contribute to 
decisions about my future" 
Time and Place 
"Autism is a difference, not 
a deficit" 
Timing of Lives 
"I just need a bit more time" 
Linked Lives and 
Understanding 
"My Autism offers me a 
culture. I need to have 
aspirations for my future 
and not let others limit my 
potential"  
 
Figure 6.1. A life course approach to the transition from school for autistic young people. 
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Parents and caregivers will often notice that their children are different from other 
children. Some parents and caregivers attribute this difference to their children’s 
character, for example, they might think they are ‘a bit quirky’. Others seek answers 
using sources such as the internet or health professionals. Then, in the preschool 
and school contexts, autistic children’s differences often become more apparent 
because of the increased social expectations and opportunities for comparing 
children’s development with others (Frankel, Gorospe, Chang & Sugar, 2011). 
Trying to understand their children’s differences often leads to a process of seeking 
a diagnosis. Research has found that diagnosis can provide security and 
understanding by giving a name to experiences (Rosqvist, 2012; Zavestoski et al., 
2004). However, in seeking an understanding of their children’s differences, parents 
and caregivers explained that they often felt lost and didn’t know where to start. In 
addition, their experiences of this process were varied. For some, the process of 
obtaining a diagnosis was reasonably straight forward, as they encountered health 
professionals who were well-informed, providing clear direction. For others, the 
process of diagnosis was protracted, involving multiple health professionals and 
indeterminate outcomes. This is consistent with Crane, Chester, Goddard, Henry 
and Hill (2016), who found that an Autism diagnosis took more than three years from 
first approaching a healthcare provider and it was, overall, a dissatisfying process for 
parents and caregivers.  
Diagnostic practices have changed in contemporary culture. Several studies have 
found that people are increasingly using the internet, in particular the search engine 
Google, to self-diagnose (Marcus, 2011; Tang & Ng, 2006), and are more informed 
and often suggest possible diagnoses to their doctor (Jutel, 2011). In my clinical 
work as an occupational therapist, I have noticed more parents and caregivers 
asking during initial assessments, “Do you think he has Autism?” Parents and 
caregivers are using the internet to find the words or a label to explain their children’s 
behaviours. However, the information available online explaining Autism is varied, 
often deficit-focused and sometimes not accurate. Access to so much information 
online can also create confusion and frustration for parents and caregivers when 
their children do not receive the diagnosis they were expecting.  
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Diagnosis can be an important turning point in a person’s life. Hutchison (2005) 
explained that turning points can create changes in a person’s life trajectory. The 
advantage of diagnosis is that it can lead to greater understanding of children’s 
differences, often changing the way people interact with them and their access to 
support. A disadvantage of diagnosis is that it can limit others expectations of their 
future lives (Poon, Koh & Magiati, 2012; Scher, 2009). To nurture positive 
expectations for the future, the experiences of informants in this study highlighted the 
importance of using positive, holistic and strength-focused language when describing 
the characteristics of Autism to parents and caregivers, professionals and those 
diagnosed with ASD. This could be an area for further research as few studies have 
examined the outcome of the diagnostic process on parental expectations. 
School processes can also create changes in a person’s life trajectory, in a positive 
or negative direction. Viewed from a life course perceptive, experiences of school 
provide a foundation for life as an adult (Danziger & Waldfogel, 2005). These 
experiences can be difficult for autistic young people. For example, school staff may 
not understand Autism and view a student as badly behaved rather than having 
specific sensory preferences that interfere with classroom performance. Similarly, 
lack of appropriate adaptations could make learning more challenging and impede 
access to the curriculum. In contrast, an autistic young person’s interests and 
strengths could be harnessed early in their schooling and fostered, which would 
provide support for engagement in employment or work experience at a later stage.  
The results of this study supported the view that transition planning is often 
considered too late within the autistic young person’s schooling, usually in the last 
couple of years before they are planning to graduate from secondary school. 
Although current research recommends that post-school transition planning start 
earlier in a person’s life, with some suggesting starting when the autistic young 
person is 14 years of age, this doesn’t seem to be happening in Australian schools 
(Hatfield, Murray, Ciccarelli, Falkmer & Falkmer, 2017; Martin & Williams-Diehm, 
2013).   
Issues of diagnosis and experience of schooling highlight that, from a life course 
perspective, a person’s life is viewed holistically, rather than a series of separate 
components or life stages. People’s expectations of adult life are formed through 
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earlier experiences in childhood and school and their identities continue to develop 
over the course of their lives. The transition from school is just one part of a person’s 
overall life which is influenced by prior life experiences and expectations about the 
future. These expectations will be influenced by a person’s sense of capability and 
potential, developed over the course of their life. 
2. Agency – “Nobody listens to me. With support, I can contribute to decisions 
about my future” 
The second principle of the life course theory is agency, which refers to the idea that 
individuals construct their own life course as a result of choices and actions 
(Bengtson, Elder & Putney, 2005). This key principle in life course theory 
acknowledges that people are the main decision-makers in their lives. Consistent 
with previous research (Hatfield, Murray, Ciccarelli, Falkmer & Falkmer, 2017; Van 
Laarhoven-Myers, Van Laarhoven, Smith, Johnson & Olson, 2016), my findings 
indicated that autistic young people had limited involvement and choice in decisions 
made about their lives after school. Limited expectations to contribute to decisions 
about their future appeared to form a negative belief system in relation to what 
autistic young people felt was achievable after school.  
A person’s sense of agency can be influenced internalised ableism. Ableism refers to 
a set of socially constructed beliefs that discriminate against disabled people. Autistic 
young people may internalise ableism as a child, due to the negative experiences 
they encounter earlier in their lives. According to Campbell (2001, p. 44), internalised 
ableism creates a “network of beliefs, processes and practices” that society 
perceives as “perfect, species-typical and therefore essential and fully human. 
Disability, then, is cast as a diminished state of being human”. Autistic young people 
have described ableism in relation to the way society views Autism, for example, 
“Every time I am made to feel ashamed instead of proud, I am learning internalized 
ableism” (PACLA, 2015, para  3).  
Internalised ableism is formed from an early age and can impact on a person’s life 
trajectory. For people who have internalised ableism, they may experience 
challenges with their self-concept, and Corrigan, Larson and Rüsch (2009) stated 
that they might believe statements like, “Why should I even try to live independently? 
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Someone like me is just not worth the investment to be successful” (p. 76). The 
authors referred to this as the ‘why try’ effect, which demonstrates a person’s self-
stigma, low self-esteem and lack of goal development and achievement. For people 
with internalised ableism, they may experience challenges identifying post-school 
goals and transitioning into meaningful adult roles after school, as they believe these 
are unachievable.  
Autistic young people also have challenges in relation to making decisions about 
their lives after school and may avoid making decisions because of these challenges 
and the stress associated with the process (Luke, Clare, Ring, Redley & Watson, 
2012). The ability to make decisions, identify goals and have persistence in 
achieving them is referred to as self-determination (Bohanon, Castillo & Afton, 2015). 
Difficulties for autistic young people without intellectual impairment when engaging in 
decision-making processes generally relate to anxiety and inflexible thinking (Luke, 
Clare, Ring, Redley & Watson, 2012; Vella et al., 2017). However, current legislation 
and policies typically “seek to promote autonomous decision-making by adults with 
capacity” (Luke, Clare, Ring, Redley & Watson, 2012, p. 613). To facilitate 
involvement of autistic young people in decision making, a more supported process 
involves using strategies such as closed questions to reduce anxiety, positive 
encouragement and recognising the person’s strengths (Luke, Clare, Ring, Redley & 
Watson, 2012).  
The development of high self-determination is important as it can positively influence 
the achievement of employment, independent living and higher wages than for those 
considered as having low self-determination (Wehmeyer, 2015). Self-determination 
is particularly relevant for autistic young people who continue to have lower 
engagement in paid employment compared to those without a diagnosis of ASD 
(ABS, 2016). Hatfield, Falkmer, Falkmer and Ciccarelli (2017) found that autistic 
young people were more motivated to engage in transition planning and engage in 
decision-making when they were guided to see the ‘big picture’ and possibilities for 
their life after school.  
Consistent with a life course perspective, encouraging parents and caregivers to 
facilitate the development of self-determination early in a young autistic person’s life 
may assist with the transition from school later in life. Lee, Palmer, Turnbull and 
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Wehmeyer (2006) recommended that parents and caregivers and early educators 
focus on developing self-determination with young students with disabilities by 
following the Self-Determined Learning Model. This model, specifically designed for 
parents and caregivers to use, involves problem-solving, including identifying a goal 
and a plan to achieve that goal. This could be a useful framework for structuring the 
development of self-determination for autistic children before they enter school.  
Research also suggests that positive relationships with others can help facilitate self-
determination. Relatedness is a psychological need and focusing on relationships 
can assist a person to achieve greater self-determination (Field & Hoffman, 2012; 
Ryan & Deci, 2000). As many autistic young people have social and communication 
challenges that create issues forming positive relationships with others (DSM-V), this 
may be an area to further explore with them. Early educators could focus on 
supporting autistic young people’s peer relationships at school, with the aim of 
developing self-determination. This focus throughout school may assist autistic 
young people to transition from school with experiences of more positive interactions 
with peers. Anecdotally, there is a greater focus on academic outcomes within the 
current Australian curriculum. Considering this social historical change, it would be 
interesting to further explore how social relationships not only support the transition 
from school, but also the quality of life for autistic young people.  
3. Time and Place – “Autism is a difference, not deficit” 
The third principle, time and place, recognises that the life courses of individuals are 
embedded in historical times and places (Bengtson, Elder & Putney, 2005). This 
principle considers key historical events that occur across an individual's life course, 
which can provide opportunities or restrict choices and ultimately transform the 
course of an individual's life (Bengtson, Elder & Putney, 2005; Hutchison, 2005). The 
current sociohistorical and sociocultural context surrounding informants in this study 
includes the emerging autistic culture and inclusive education. 
Understandings of Autism have differed greatly in modern times. Historically, Autism 
has been categorised by a variety of diagnoses (e.g. from childhood schizophrenia in 
the early 1900’s, though various definitions using the concept of an Autism 
spectrum) associated with deficits, impairments and problems (Molloy & Vasil, 2002). 
Attitudes towards autistic young people may be driven by representations of Autism 
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in the media, which, at times, reinforce myths and contribute to negative Autism 
stereotypes (Palanivel, Anjay & Palanivel, 2010). The portrayal of autistic characters 
in some television shows and movies are influenced by extreme cultural stereotypes 
of Autism, such as hand flapping (i.e. stimming), restricted interests, autistic savant 
abilities and limited eye contact (Loftis, 2015; Palanivel, Anjay & Palanivel, 2010). 
Recently, more television shows and movies have included autistic characters to 
increase Autism awareness. For example, the children’s television series ‘Sesame 
Street’ and ‘Arnold’ both have autistic characters and more recently, in 2017 in 
Australia, a television series called ‘Atypical’ was aired. Within contemporary society, 
Autism is progressively being viewed as an “inseparable aspect of identity” (Kapp, 
Gillespie-Lynch, Sherman & Hutman, 2013, p. 59). This more holistic perspective of 
Autism has been driven by the neurodiversity movement. 
The neurodiversity movement views Autism and other disabilities as natural variation 
and has shaped a culture in which people who belong to these minority groups can 
feel accepted and understood. Autistic young people typically experience different 
“ways of being-in-the-world” (Davidson, 2008, p. 793), and this creates a culture 
distinct from the mainstream culture. The contemporary autistic culture evolved from 
advocates within the Autism community, including autistic young people and parents 
and caregivers. As described by Arden (2015), “Culture is created by the leadership” 
(p. 1). Within the autistic community, leaders such as Autism advocates initially had 
the greatest influence of the evolution of the autistic culture. As the internet became 
increasingly accessible, the contemporary autistic culture became more widely 
recognised and autistic advocates were able to create websites and blogs to form a 
space for people to find others who share similar ways of living (Davidson, 2008; 
Dekker, 2006; Goodman, 2006).  
This emergence of the contemporary autistic culture has increased awareness of 
neurodiversity and more autistic young people have started to reclaim language that 
was once “used against them as a slur, and give it a positive meaning, within that 
particular group, as an expression of solidarity and pride in one's identity” (Umstead, 
2012, para 6). Today, more autistic young people are using identity-first language, 
such as autistic person, to “recognize, affirm, and validate an individual’s identity as 
an autistic person” (Brown, 2011, para 18). This self-identification aligns with the 
neurodiversity movement as it acknowledges that being autistic is not a tragedy that 
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needs to be cured, but a characteristic. In contrast to people within the Autism 
community, the majority of professionals who work with autistic young people prefer 
to use person-first language, as they consider it more respectful to refer to the 
person before the disability (Kenny et al., 2016).  
There are some similarities between the history of categorising those with Autism 
and other minority groups. For example, homosexuality was once considered a 
mental illness, but was removed from the DSM-III in 1973 as there were “competing 
theories: those that pathologized homosexuality and those that viewed it as normal” 
(Drescher, 2015, p. 565). Similarly, contemporary autistic culture considers Autism 
as part of the natural variation, however it is presented in the DSM-V as a disorder 
within “the medical/psychiatric classificatory paradigm” (Molloy & Vasil, 2002, p. 
659). If Autism were to be removed from the DSM as a diagnosable condition, 
possible consequences may include restricted access to funding and services to 
assist with some of the associated challenges of Autism, including the co-occurring 
mental health conditions. However, if Autism was considered a natural variation, 
perhaps greater social inclusion would buffer the development of co-occurring 
mental health conditions. This is because feeling socially excluded can be, 
“associated with poor mental health, and exclusion and mental health problems can 
join together in a destructive loop” (Dewall, 2011). Researchers and bloggers have 
predicted that, in the future, society will be appalled when we reflect on how Autism 
was previously viewed, as a disorder to be treated and cured, rather than a quality to 
be embraced (Davidson & Henderson, 2010).  
The principle of inclusive education has evolved to match current sociocultural trends 
(Australian Government: Department of Education and Training, 2005). Historically, 
children with disabilities participated in segregated education. However, more 
recently, educational policies such as The Disability Discrimination Act in 1992 and 
the Education for All movement, have contributed to the shift to inclusive models or 
inclusive classrooms. Using inclusive classrooms for autistic young people 
“facilitates their social, cognitive, emotional, language and behavioral development” 
(Boujut, Dean, Grouselle & Cappe, 2016, p. 2886).  
Most classroom teachers in this research identified that they felt inadequate when 
teaching a child on the Autism spectrum, due to a lack of resources and support. For 
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teachers who feel inadequate, research indicates that they often start to believe that 
they are unskilled and unable to successfully perform their role as a teacher (Ruble, 
Usher & McGrew, 2013). Professional development for school staff, particularly 
addressing the inclusion of students on the Autism spectrum in mainstream 
classrooms, may support teachers to feel more confident. Mainstream classroom 
teachers value time for planning, administrative support and opportunities to engage 
in professional development to increase their confidence to teach students on the 
Autism spectrum (Messemer, 2010). In particular, coaching, rather than workshops 
or one-time training sessions, may be more effective for teachers and other 
professionals working with autistic young people (Pas, Johnson, Larson, 
Brandenburg, Church & Bradshaw, 2016; Wilson, Dykstra, Watson, Boyd & Crais, 
2012). 
4. Timing of Lives – “I just need a bit more time” 
The fourth principle, timing of lives, is the awareness of developmental events, life 
transitions and patterns over a person’s life (Bengtson, Elder & Putney, 2005). This 
includes the expected ages in which people enter school, have children or retire 
(Hutchison, 2005). This life course principle includes social norms, which are socially 
constructed and refer to the expected roles and behaviours of people across ages 
(Hutchison, 2005). For example, one social expectation is that young people will 
leave school and enter into employment or further study. However, I found that 
autistic young people experienced a delayed or prolonged transition into employment 
after school. In life course theory, this is referred to as an off-time transition, as most 
people would transition from school directly into employment or further study (De 
Wind, Van Der Beek, Blatter & Van Der Pas, 2016).  
As autistic students leave the structure of the schooling system, they typically 
experience a ‘service cliff’ or a decrease in service use (Havlicek, Bilaver & Beldon, 
2016). This is due to a lack of services, expertise and knowledge to specifically 
address the needs of autistic adults (Costley, Baldwin, Bruck, Haas & Ritzrow, 
2017). More recently in Australia, organisations such as the Autism CRC 
(AutismCRC, 2016), which aims to empower autistic young people across the 
lifespan, and private organisations such as AQ are developing a focus on autistic 
adults and their mental and physical wellbeing. Support programs directly targeting 
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autistic adults were initiated due to poor post-school outcomes. Despite this increase 
in support programs in Australia, autistic young people continue to experience social 
isolation and challenges associated with leaving school and participating 
meaningfully in society. Due to these challenges and those experienced prior to 
leaving school, autistic young people often feel they are not capable of achieving 
goals related to their lives after school. Many autistic young people accessed 
government funding such as DSP as they felt paid-work was unrealistic and 
unreliable.  
My findings show that the DSP can be used as a ‘means to an end’ to support 
autistic young people to experience a gradual transition from school and give them 
more time. Findings suggested there were three main perspectives of the DSP that 
appeared to influence a person’s life trajectory. There were that it was: 1) The only 
option after school, 2) To be used as a ‘financial safety-net’, or 3) A means by to an 
end, rather than an end in itself. Autistic young people receiving the DSP were 
limited with the number of hours they could participate in paid work (no more than 16 
hours per week). This decision to limit paid work and remain on the DSP negatively 
impacted on their self-worth, preferring not to rely on ‘the pension’ (the DSP).  
The DSP appears to have been most useful when autistic young people and their 
families viewed it as a temporary or additional means of income and independence 
while seeking employment or engaging in work experience. I labelled this 
perspective as ‘a means to an end’. This is quite different from how some people 
describe the DSP, as a “set and forget payment”, which refers to when people who 
receive the DSP are not supported to obtain and maintain employed and are rather 
“forgotten, irrespective of their long-term ability to work” (ABC News, 2014, para 4). 
My findings in relation to using the DSP as a ‘means to an end’ may create ethical 
issues from the government about whether the DSP should be used in this way.  
There are benefits for employers that employ autistic young people who are 
receiving the DSP. For example, employers who hire disabled people, can access 
the Disability Employment Services and the supported wage system. Within this 
service, employers are eligible to receive financial assistance from the Australian 
Government (Australian Government: Department of Employment, 2016). This may 
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be an attractive option for some business owners to support autistic young people to 
engage in meaningful and secure work after school. 
5. Linked Lives and Understanding – “My Autism offers me a culture. I need to 
have aspirations for my future and not let others limit my potential” 
Lastly, linked lives and understanding refers to the idea that people’s lives are 
interdependent with the lives of others and are influenced by social changes across 
settings (Hutchison, 2005; Mortimer & Shanahan, 2004). Two aspects of the 
interdependence of the lives of autistic young people emphasised in the findings of 
this research were the influence of parents and caregivers and the social 
phenomenon of an autistic culture.   
Consistent with previous research (Hatfield, Falkmer, Falkmer & Ciccarelli, 2017), 
my findings indicated that parents’ and caregivers’ expectations concerning their 
children’s futures influenced how positively an autistic young person transitioned 
from school. Parents and caregivers had a great influence on how their children 
perceived their futures and shaped their children’s values, beliefs and expectations 
about work even before they entered school. Some parents and caregivers I spoke 
with, particularly those who appeared to view their children through a deficit-lens, 
had limited expectations for their futures. Others fostered expectations that their 
children would gain employment, live independently and achieve other important life 
milestones. Also, the autistic young people often appeared to align their expectations 
with those of their parents. This finding is consistent with previous research by 
Broberg (2011), which found that disabled people behave a certain way to meet the 
expectations of others. 
In this research, the contemporary autistic culture was identified as a major social 
change that provides autistic young people and their families with a greater sense of 
belonging and acceptance. The autistic culture was found to adjust how autistic 
young people viewed themselves and provided understanding of their differences 
and a sense of belonging within a community. Although the autistic culture continues 
to receive little attention from researchers, it is gradually emerging as a distinct 
culture from the mainstream culture (Davidson, 2008; Dekker, 2006; Goodman, 
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2006). Further research exploring the autistic culture would be beneficial as more 
children are being diagnosed with an ASD.  
Implications for Clinical Practice and Recommendations  
Research has demonstrated a disconnect between what the literature states is 
possible for autistic young people without intellectual impairment and what is actually 
occurring (ABS, 2015; Gerhardt, 2007). This disconnect was apparent in this 
research, where I met many autistic young people who had finished school and 
attended university or further training, but continued to struggle to gain employment 
and engage meaningfully in society. Despite these challenges transitioning from 
school, the focus continues to remain on early intervention supports for children. 
Autism, however, is a lifelong condition, with support still required into adulthood, 
and the type of supports needed may change across the autistic person’s life course 
(Turcotte, Mathew, Shea, Brusilovskiy & Nonnemacher, 2016).  
Findings from this research produced several implications for clinical practice, to 
facilitate autistic young people to transition from school into meaningful adult roles. I 
identified five main implications in this research. These are: 1) To adopt a life course 
perspective when addressing post-school transitioning for autistic young people, 2) 
To include the voices and perspectives of autistic young people in decisions made 
about their future, 3) To increase awareness of the autistic culture to foster inclusion 
and acceptance, 4) To develop a separate diagnostic tool to assess and recognise 
females on the Autism spectrum and 5) To change funding options and the 
perception of hidden disabilities to increase access to services.  
1. To adopt a life course perspective when addressing post-school 
transitioning for autistic young people 
My findings highlight the need for the development of a framework to support the 
transition from school for autistic young people using a life course approach. 
Anecdotally, current transition tools seem to be implemented in the final years of 
schooling for autistic young people (most often in a student’s ITP). I propose the 
need for the transition from school to be considered using a life course perspective, 
starting well before autistic young people start school. With the cost of Autism 
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estimated at approximately $4.2 billion - $7.3 billion (Synergies Economic 
Consulting, 2011) and the median Australian family cost of ASC at $34,900 per 
annum (Horlin, Falkmer, Parsons, Albrecht & Falkmer, 2014), support to undertake 
socially accepted adult roles such as work could reduce lifetime associated costs. 
From my findings, I developed a new transition-planning model, the ‘Model of 
Preparing for Lifelong Happiness and Fulfilment’ (see Figure 6.2). This model 
highlights that transition planning should include more than the attainment of work 
after school, but also consider autistic young people’s independence, happiness and 
wellbeing. The model provides a summary of factors to consider across a person’s 
life course to support the transition from school. It emphasises the importance of 
considering this transition as one transition of many in a person’s life span, and one 
that is dependent on building self-determination through participation in meaningful 
activity throughout a person’s life before the transition from school builds agency, 
through considering the unique needs and personality of individuals. It acknowledges 
that this requires attention to the social and historical context surrounding a person, 
particularly the attitudes and expectations of others. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 6.2. A Model of Preparing for Lifelong Happiness and Fulfilment. 
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This approach to transitioning from school involves a continuous process of 
addressing the transition from school across a person’s life. This diagram also 
highlights that employment, although important, should be considered as just one 
outcome of transition planning.  
In the Model of Preparing for Lifelong Happiness and Fulfilment for autistic young 
people, there are three main areas of focus: 1) Participation in meaningful activity to 
develop self-determination, which could include engaging in household chores early 
in autistic people’s lives to establish experiences in productive roles, work 
experience whilst at school or participating in volunteer work whilst receiving the 
DSP, 2) Positive mental health and wellbeing, such as supporting autistic young 
people to find a sense of belonging within society and using interests and strengths 
throughout their life course to foster leisure and/ support employment. This area also 
includes how the ASD diagnosis is explained to autistic young people early in their 
lives and to their parents and caregivers, for example by explaining the diagnosis 
using positive and strengths-based language; and 3) Independence, which involves 
learning to be autonomous in various life skills (such as personal care, use of public 
transport or obtaining driver’s licence), learning to self-advocate and make decisions 
related to their life, and setting high, but realistic, expectations (which applies to 
parents and caregivers, school staff and autistic young people).  
At the centre of the approach is the goal for the autistic young person to achieve 
happiness and fulfilment, which many of the current transition planning structures fail 
to include. I propose that this is where autistic young people, parents and caregivers 
and professionals start when thinking about planning for the transition from school. 
This is particularly important as research has found that autistic young people 
experience a lower quality of life throughout their lifespan, compared to people 
without a diagnosis, specifically when focusing on employment and independent 
living (Egilson, Ólafsdóttir, Leósdóttir & Saemundsen, 2017; Van Heijst & Geurts, 
2015). Quality of life refers to individuals’ quality of choice and participation in 
activities within the community to support social integration (Felce & Perry, 2005). 
However, autistic young people participate in few life roles throughout their life 
course (Hendricks & Wehman, 2009). A post-school transition process embedded 
early in an autistic young person’s life, may facilitate the transition from school into 
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new roles, and promote the development of a healthier identity and a greater quality 
of life.  
2. To include the voices and perspectives of autistic young people in decisions 
made about their future  
One of the main supportive factors identified in this research was involving the 
autistic young person in decision-making. Through talking with a range of people, 
including parents and caregivers, teachers, health professionals and young autistic 
people, as well as through my own observations, I found that autistic young people 
were rarely included in their transition planning at school. This is consistent with 
research by Martin et al. (2006), which found that 76% of students were not prepared 
to discuss transition goals for their IEP meetings and 59% had not been involved in 
setting goals related to the transition from school.  
My research indicated that the main barrier preventing autistic young people from 
actively being involved in their transition meetings was a lack of knowledge from 
school staff about how to best involve them. Technology, for example using 
PowerPoint or computer-generated speech, has been found to be one way to enable 
autistic young people to engage in post-school transition meetings (Lee et al., 2011; 
Van Laarhoven-Myers, Van Laarhoven, Smith, Johnson & Olson, 2016). More direct 
teaching has also been proposed for autistic young people to learn about how to 
participate in transition meetings, for example teaching students leadership skills 
using Self-Directed IEP lessons (Martin et al., 2006). 
If the majority of autistic young people are not included in setting goals or involved in 
their transition meetings, this produces the question of whether transition goals are 
meaningful for individual autistic young people or merely assumed or driven by 
others’ expectations. Dudley, Nicholas and Zwicker (2015) warned that the concept 
of meaningfulness is complex, stating: 
 The term meaningful is appropriate when intended as that which is 
 meaningful to the individual. Meaningful can and should mean different things 
 to different people, but is there an issue in how society currently defines 
 meaningful? Could this be a barrier to finding a job for those with disabilities? 
 (p. 19) 
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Listening carefully to the voices and perspectives of individual autistic young people 
is vital for ensuring that plans for transition from school are meaningful for them. 
Consistent with other research, I suggest that involving autistic young people in 
transition planning can increase their motivation to transition into meaningful adult 
roles (Bohanon, Castillo & Afton, 2015; Woods, Sylvester & Martin, 2010). To ensure 
goals are meaningful, further research exploring ways to involve autistic young 
people in transition-focused goal setting is recommended. 
In addition, autistic young people need to learn to identify, articulate and advocate for 
their interests. The process of developing these skills will take many years and 
should start early in their lives. The more self-determination they have, the more 
easily they can have their voices included in decisions about their lives. 
3. To increase the awareness of Autism to foster inclusion and acceptance  
My findings demonstrate the importance of the autistic culture in providing a sense of 
belonging for autistic young people and their families. However, the findings indicate 
that health professionals often were not aware of the emerging contemporary autistic 
culture, which can have implications when working with autistic young people and 
families. 
Some health professionals described using an approach that focused on supporting 
autistic young people to appear more ‘normal’ or to follow mainstream social norms 
(e.g., maintain eye contact, reduce what would be considered unusual mannerisms 
etc). For some autistic young people, this approach to intervention is considered 
disrespectful, because it is viewed as having a disregard for the values of the autistic 
culture. I propose that it is important for allied health professionals to consider how 
their cultural values may be challenged when working with autistic young people and 
families. Understanding how autistic cultural norms differ from the mainstream 
culture may prevent challenges or conflicts from arising across a number of settings, 
for example in the workplace, education or therapy setting. More awareness and 
education in schools, government organisations and workplaces could facilitate 
greater inclusion of the autistic culture within the mainstream culture.  
Lastly, this research emphasised that it is not just about Autism awareness but also 
acceptance. When considering a life course perspective, I propose for increased 
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education regarding ASCs within early education centres and schools, with the aim 
of facilitating more understanding of autistic differences. Greater understanding of 
differences and behaviours early in their life course may ensure that autistic young 
people encounter positive experiences and limit any stigma associated with their 
diagnosis. This recommendation is consistent with findings by Dittrich and Burgess 
(2012), who stated that, whilst it is important to address the needs of autistic adults, 
it is also important to focus on how to prevent negative experiences from occurring 
early in a person’s life and doing “serious damage to people’s lives” (p. 305). 
4. To develop a separate diagnostic tool to assess and recognise females on 
the Autism spectrum 
In my clinical work as an occupational therapist working with females on the Autism 
spectrum, I have become increasingly frustrated when witnessing the outcome of the 
lack of awareness of the presentation of females with an ASC. I have experienced 
disappointment for females who have felt the need to engage in self-harming 
behaviours or express suicidal ideation to be heard and receive the necessary 
assessments and supports. I have also listened to parents and caregiver’s 
frustrations and sadness at their attempts to access an accurate diagnosis and 
support for their daughters. As an occupational therapist, this continues to make me 
question, ‘Are we failing girls on the Autism spectrum?’  
My research found that autistic females were often diagnosed later than males due 
to a lack of awareness of the subtle presentation of an ASC in females. When 
diagnosis is delayed, autistic females are not eligible to access early intervention 
services. As they mature, they may have a limited understanding of their differences 
and feel socially isolated and excluded from society. These factors can increase the 
risk of developing co-occurring mental health conditions, such as anxiety, depression 
and PTSD, which are compounded by social isolation and a lack of understanding of 
their differences. Therefore, I propose the need for a separate diagnostic process to 
recognise autistic females earlier in their life course.   
Advocating for a separate diagnostic tool to assess females on the Autism spectrum 
that is more sensitive to the subtleties of females’ presentation is consistent with 
previous research (Attwood, 2000; Dworzynski, Ronald, Bolton & Happé, 2012; Lai 
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et al., 2011). Some researchers have claimed a diagnostic bias in ASD, as the initial 
diagnostic tools were designed based on the understanding that it was a ‘male 
condition’, reflecting Dr. Hans Asperger’s early work (Dworzynski, Ronald, Bolton & 
Happé, 2012; Kothari, Skuse, Wakefield & Micali, 2013). This false understanding of 
Autism as a male condition continues to pervade society and may be perpetuated 
through inaccurate representations in television shows and movies, where typically 
the autistic characters are male. 
Throughout history, researchers have examined closely the diagnostic process of 
Autism, reflected in the varying criteria in the DSM. More recently, Lai et al. (2011) 
suggested the diagnostic assessment for Autism include not just use of the DSM, but 
a range of approaches including interview, a case history to learn about the person’s 
childhood, neuropsychological testing and identification of coping strategies. This 
range of testing would reduce the likelihood of females being mis- or un-diagnosed. 
Haney (2016), however, suggested that it might not be the diagnostic tool that is the 
problem, but the need for clinicians and evaluators to be aware of the subtle 
differences of recognising females on the Autism spectrum.  
My research highlighted the need for a greater understanding of the presentation of 
autistic young females to assist parents and caregivers and professionals (such as 
school staff and health professionals) to recognise autistic females earlier in their life 
course. Earlier identification would enable autistic females to access support 
services and develop an understanding of their differences, rather than feeling alone 
and confused. 
5. To change funding options and the perception of hidden disability to 
increase access to services 
In Australia, to be eligible for services, government supports and adaptations in the 
workplace or school setting, a formal diagnosis of ASD from a paediatrician or 
psychiatrist is essential. However, even when people receive a diagnosis of ASD, 
they often feel the need to justify their access to support services because of the 
hidden nature of Autism. 
The need for a recognised diagnosis to receive support at school has been termed 
the paradox of recognition (Rapp & Ginsburg, 2011). Parents and caregivers will 
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seek a diagnosis for their child to access supports and services, however “many 
paradoxically struggled to demedicalize their children’s identity, in order to situate 
them in a more holistic and communitarian context” (Ginsburg & Rapp, 2013, p. 
187). Acknowledging the paradox of recognition suggests that there would be value 
in schools providing support based on the child’s needs, rather than diagnosis. This 
could reduce the possibility of misdiagnosis and lessen the pressure that some 
parents and caregivers experience to find answers to their child’s challenges and 
differences.  
The recent introduction of the National Disability Insurance Scheme (NDIS) in 
Australia aims to eliminate the requirement of a specific diagnosis for accessing 
supports, particularly in childhood. The NDIS is not diagnosis-based and eligibility for 
the scheme is based on the impact of the person’s challenges to their everyday life. 
Individuals with a disability are then provided with financial assistance, where they 
can choose how and where to access support services. This approach is known as 
self-directed support, where individuals have the ability to self-manage the purchase 
of specific disability supports (Williams & Smith, 2014). For some autistic young 
people who can access the NDIS and have challenges with self-advocacy and self-
determination (or the ability to communicate needs and wants and pursue goals), the 
process of self-directed supports may be challenging. They may opt for plan 
management, in which the NDIA (National Disability Insurance Agency) or private 
provider manages all or some of their funding. This option may require autistic young 
people to advocate for specific services or providers to be included in their plan 
management. However, the NDIA planner may not be aware of the particular needs 
of the autistic young person, particularly since Autism is a hidden disability. Further 
research could be conducted to identify how to ensure that autistic young people’s 
voices are heard and acknowledged in this process.  
In addition, Autistic young people with an ASD diagnosis (severity level 1 on the 
DSM-V) will not be eligible for NDIS funding (only ASD level 2 or 3). Individuals with 
ASD level 1 typically experience challenges across their lifetime including social 
difficulties and high rates of co-occurring mental health conditions such as anxiety 
and depression (Costley, Baldwin, Bruck, Haas & Ritzrow, 2017). Although the NDIS 
eligibility criteria states that the person’s disability must be permanent and impact on 
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daily functioning, autistic people with a diagnosis of level 1 ASD continue to be 
excluded from NDIS funding. As the NDIS is a relatively new funding scheme in 
Australia, advocates, autistic people and parents and caregivers have only recently 
started to realise the challenges accessing funding with an ASD level 1 diagnosis. 
Without NDIS funding, Autistic young people with ASD level 1 will continue to have 
limited options and access to services and supports, particularly once they leave the 
education system. As the NDIS rolls out across Australia, it will be important to 
monitor and conduct research to assess the benefits and effectiveness of this 
support scheme for all autistic young people.  
For many people living with a hidden disability such as Autism, their disability may 
not be initially apparent, which creates further challenges when accessing disability 
specific supports, such as parking or priority seating on public transport. This finding 
raises questions about how society portrays and understands disability. Common 
assumptions are that people with disabilities are helpless, dependent and use 
assistive devices and supports. One example of an outdated symbol used to 
represent disability is the International Symbol of Access (ISA). This symbol was 
created in 1969 and displays a person using a wheelchair. It was originally designed 
to enable people to identify facilities that were accessible to people using 
wheelchairs (Ben‐Moshe & Powell, 2007). However, over time, the ISA has become 
a symbol for disability and not just access (Ben‐Moshe & Powell, 2007). People with 
a hidden disability (like Autism), who need to access disability facilities such as 
accessible parking or priority seating on public transport can receive looks of disdain 
from others who might think they do not have a disability. Therefore, the ISA symbol 
is not representative of all people with disabilities, in particular people with hidden 
disabilities. 
More recently, disability advocates have updated the ISA symbol to reflect the 
current social construction of disability and to represent disability pride. An updated 
symbol could portray a more inclusive description of all people with disabilities. For 
example, in 2009, Bryges created a symbol for people living with a hidden disability 
(see Figure 6.3) after she was in a car accident that resulted in a traumatic brain 
injury, major depression and chronic pain (Bryges, 2015). Bryges (2015) aimed to 
create a symbol that people could use when they were challenged by others on their 
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disability, for example, when using accessible parking. This symbol is a two-toned 
figure, blue and white, that is split down the middle with the contrasting colour in the 
background. This type of symbol could be relevant for autistic young people or 
families who experience needing to justify their access to services or facilities.  
 
 
 
 
 
 
 
 
 
 
Limitations and Recommendations for Further Research 
This study added a unique perspective to the current literature in this field, 
advocating taking a life course perspective on the transition from school for autistic 
young people. However, this research aimed to understand the transition from 
school from the perspective of those who had experience of it (e.g. autistic young 
people and their parents and caregivers planning for a future transition or reflecting 
on past experiences, Autism advocates and health professionals who worked with 
young people transitioning from school), and it does not provide objective outcomes 
of specific transition programs. 
There were some potential limitations regarding the sample of informants. Mothers 
mostly participated in interviews and groups and very few fathers were involved in 
sharing their Autism journeys. Other research has also noted limited inclusion of 
Figure 6.3. Hidden disability symbol (Bryges, 2015) 
  
Page 190 of 261 
 
father’s perspectives in research (Braunstein, Peniston, Perelman & Cassano, 2013; 
Johnson & Simpson, 2013). Consistent with previous research (Johnson & Simpson, 
2013), I propose that further research relating to the experience of parents include 
the perceptions of fathers with children on the Autism spectrum. In addition, more 
people in my study viewed autistic characteristics as part of the person, rather than a 
problem to be cured. Although this was identified as an important pattern in my data, 
it also demonstrated a limitation of my research, that it did not include people who 
experienced this understanding of diagnosis. 
One aspect of the life course theory within the theme of linked lives and 
understanding was the outcome of parents’ and caregivers’ trajectories in response 
to their children’s lives (Hutchison, 2005). This influence was not addressed in this 
research project, but may have implications for service providers and government 
funding. For example, further research could explore how parents’ and caregivers’ 
trajectories (i.e., occupational, health or educational trajectories) are influenced in 
response to supporting their child on the Autism spectrum.  
Lastly, several of my findings were also guided by the experiences of autistic young 
people and parents and caregivers who were currently accessing support services 
and community groups. Therefore, results of this study may not accurately represent 
the views of autistic young people who experienced a successful transition from 
school. Although I attempted to learn about a range of experiences, I spoke to few 
informants participating in full-time work or further study. These informants may be 
less likely to access support services or be involved in current research projects and 
the autistic culture may have a different importance in their lives. It is recommended 
for future research to add to my findings, by exploring further the factors that 
contribute to a successful transition from school. 
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CHAPTER 7 
SUMMARY AND CONCLUSION  
“The Times They Are a-Changin” 
(Dylan, 1964) 
This thesis is a collection of people’s shared experiences, opinions, stories and 
Autism journeys. The voices of autistic young people are rarely heard or included in 
research projects. I therefore endeavoured to use this thesis as a way to collectively 
describe the experiences of autistic young people and to include these key 
informants as the experts on the topic.  
Using a focused ethnographic approach, the aim of this thesis was to use a life 
course perspective to explore the transition from school for autistic young people. I 
intended to find out more about the experiences of autistic young people, not only as 
they entered adulthood and started to take on adult roles, but also to learn about 
their early life experiences and how these influenced their transition from school. 
Two research questions were developed to explore this topic:  
1. What are the experiences and perceptions of autistic young people, their 
parents and caregivers and professionals of the transition from school for 
autistic young people? 
2. What are the factors that help overcome obstacles for autistic young people 
during this transition? 
The transition from school, typically an expected milestone of adolescence, involves 
relinquishing the role of school student and adopting new roles such as the role of 
worker, homemaker, parent and spouse. For autistic young people, adopting these 
roles can be problematic as they are more complex and less predictable. 
Consequently, the expectations for autistic young people to achieve typical adult 
roles can be limited. These restricted expectations can negatively impact on a 
person’s transition from school as autistic young people may develop internalised 
stigma and believe typical milestones, such as gaining employment, are not 
achievable for them.  
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Using a life course perspective, the transition from school is considered holistically, 
as one aspect of a person’s overall life experiences. This transition follows earlier life 
experiences which may influence the transition from school, for example, the 
process of diagnosis, school practices such as ITP’s and family supports and 
expectations. Therefore, the transition from school needs to be considered as 
something that starts well before the individual starts school.  
Social and contextual factors such as the emerging contemporary autistic culture, 
creates a sense of belonging for autistic young people and parents and caregivers, 
who typically feel socially isolated and excluded. For people who receive a late 
diagnosis of ASD, such as autistic females, identification with the autistic culture that 
is enabled by the diagnosis can be life changing. The autistic culture offers people 
an opportunity to connect with a community who share similar values and 
experiences. For some, the autistic culture forms a large part of their identity.  
Although autistic young people have the potential to transition from school into 
socially valued roles, such as worker or tertiary student, there continues to be poor 
outcomes in relation to autistic young people’s independence and quality of life after 
school (Wehman et al., 2014). Like many Australian’s, work is more than just 
financial independence. Work also provides a person with purpose, structure, a 
sense of accomplishment, and a meaningful way of contributing to society. Taking a 
life course approach to the transition from school for autistic young people can foster 
self-determination and enhance expectations and aspirations earlier in a person’s 
life, laying a foundation of skills and expectations that can promote the transition into 
a meaningful and fulfilled life. Using this approach aims to support autistic young 
people to engage in meaningful adult roles after school, impacting not only on the 
autistic person’s well-being and overall life trajectory but also on the economy.  
_________________________ 
Sarah’s Story: A Different Trajectory  
Imagine how Sarah’s life trajectory could have been different with greater community 
awareness and acceptance and high expectations and aspirations.  
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Let’s rewind to when Sarah was four years of age. This time when Sarah’s parents 
approach professionals about their concerns for her development, rather than being 
told she is ‘quirky’ and ‘sensitive’, they are told that Sarah has an ASC. Although 
Sarah’s parents are worried about her future, their worries are put at ease when the 
health professional starts describing Autism. Although they acknowledge that Sarah 
will experience challenges as she develops, they learn about Sarah’s Autism as a 
difference, rather than as an impairment that needs fixing. They discuss how Sarah’s 
autistic qualities, such as her extensive knowledge of animals, may foster friendships 
and be the basis for employment as an adult. Sarah’s parents have high 
expectations that one day Sarah will achieve typical life milestones, such as 
graduating from high school, obtaining a meaningful job and living independently. 
They acknowledge that Sarah may need additional support services across her 
lifetime; however she is not eligible for NDIS funding. Her parents are worried that 
there are limited funding options and services for Sarah once she leaves school. 
As Sarah develops, she learns about her Autism diagnosis and the numerous 
qualities that are associated with this diagnosis. For example, Sarah discovers that 
her trustworthiness and honesty and her heightened ability to focus on certain topics, 
may be associated with her Autism. Sarah learns that Autism is a part of who she is. 
She has opportunities to meet other people on the Autism spectrum and begins to 
feel a sense of belonging to a group of people who understand and accept her. 
This time at 14 years of age, rather than engaging in self-harming behaviours, Sarah 
is excited to be starting work experience at her local animal shelter. This work 
experience was organised by her school, because Sarah shared during one of her 
transition meetings that she wanted to learn more about animals.   
Sarah is now 18 years of age. She has just finished school and is hoping to be 
accepted into the local TAFE to complete a certificate IV in veterinary nursing. 
Throughout high school, Sarah continued to participate in work experience at the 
animal shelter and, after leaving school, she was offered a paid position. Sarah is 
keen to obtain her driver’s licence so she can become more autonomous from her 
parents. Although Sarah doesn’t want to move out of the family home now, she 
believes this is a milestone that she could one day achieve.   
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Interview Schedule for Young People 
 
SCHOOL INFORMATION 
1. How old are you now?  What grade are you in?  Do you go to a state school, 
private school or independent school? 
2. How long have you been going to this school?   
3. What support do/ did you receive at school to help you identify what you wanted 
to when you left school?   
4. What do you think worked well and what didn’t work well? 
5. What did you think you would be doing/ want to be doing when you left school? 
 
CURRENT ENGAGEMENT 
1. When did you leave school? 
2. What have you done since leaving school? 
3. Are you happy with what you have done/ achieved?   
4. What are you doing now in terms of work or study? 
Engaged in work: 
- Where are you working? 
- How long have you been working? 
- How did you find out about the job?  How did you feel during the job 
interview? 
- What did you do to prepare for the job interview? 
- Overall, how are you finding working at [employer]?  What is one thing that 
would make work better?   
- What is the best thing about working? 
Engaged in study/ training: 
- Where are you studying/ training? 
- How long have you been studying/ training? 
- What is one thing that would make studying/ training better? 
- What is the best thing about studying/ training? 
- What do you plan on doing after you graduate/ complete your course? 
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- How are you going to achieve this? 
 
GOALS 
1.  Where do you see yourself in (FRAME EACH OF THESE QUESTIONS USING 
AN EVENT THAT WILL CORRESPOND WITH THE TIMEFRAME): 
a. Tomorrow?  
b. Next week? 
c. 3 months from now?  (e.g., What do you want to be doing after Christmas 
this year?) 
d. What are you going to do to achieve these goals? (i.e., what are you going 
to do today to achieve this tomorrow?) 
 
2.  What are your long term goals? Where do you see yourself in (FRAME EACH 
OF THESE QUESTIONS USING AN EVENT THAT WILL CORRESPOND WITH 
THE TIMEFRAME): 
a. 6 months from now?  (e.g., New Year’s next year, 2011?)   
b. 1 year from now? (e.g., when you are 20 years old?) 
c. 2 years from now?  (e.g., when you are 21 years old?) 
3. How are you going to achieve these goals?   
4. How do you plan on getting from home to the job?/ location? 
 
DURING THIRD INTERVIEW 
1. Have you succeeded in .... [achieving a specific goal/ step]?   
2. What are you going to do now?   
3. What do you need to do to achieve ...[goal outlined in second interview) 
PICTURE CUES 
- This is not a test and there are no right or wrong answers (e.g., “Your answers 
will tell me about what kind of work/ study you like best”). 
- Out of the pictures that you see, what job do you like the best?   
- Do you see yourself doing something more like this [picture of vocation] or like 
this [picture of another vocation]?  Why/ why not? 
- What do you like about [occupation]? 
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- Tell me about how you might go about getting that job?  What would you need 
to do first? 
- Have you applied for any jobs yet?  What does CV look like?  How did you 
find out about how to write a CV?   
- What are some good things about getting a job / further study? 
- What are you worried about?  Negative things about working? 
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Interview Schedule for Caregivers 
 
BACKGROUND QUESTIONNAIRE 
1. Name of caregiver and child 
2. How old is your child?  When did they leave school? 
3. What school did they attend?  How long were they at this school for? 
4. What diagnosis does your child have?  When was this diagnosis made? 
5. Use of any medication?  
6. English as your first language/ primary language spoken at home? 
7. Any specialist support or involvement in services? 
8. What support did your child receive whilst attending secondary school? 
9. How many hours/ week on average?   
10. What did this support address? 
11. If any transition goals were identified and addressed, please provide details.     
a. How were these goals addressed? i.e., IEP?  
b. Who was involved in working towards attaining these goals? 
c. When were these goals identified/ addressed? i.e., what grade? 
d. How were you involved in the transition preparation? 
e. Do you feel that the school prepared your child for leaving school? 
12. What post-school option/s are they currently engaging in?  (i.e., employment, 
finding employment, employment agencies, further study/ course, volunteer 
positions etc)   
13. What are their hobbies/ interest areas? 
14. How do they go with making decisions and setting goals that need to be made 
about their life? 
Example of interview schedule to gain information regarding post-school 
experiences:   
School Related  
1. When [child’s name] was enrolled in high school, what did you imagine he/ she 
would do after they left school?   
2. Did [child’s name] have a part-time job during school?  Any traineeship/s?  Work 
experience?  
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If yes: 
- Where?  How long?   
- How do you feel this helped [child’s name] transition after school? 
If no: 
- Was work experience offered at their school?  Was this an option to help 
prepare [child’s name] for the post-school transition? 
3. Please tell me about how [child’s name] secondary school helped prepare them 
for life after school.  
- What were the factors that helped to achieve their transition goals? i.e., 
what worked?   
- How do you think it could have been better?  
- What do you think helped [child’s name] transition to life after school? 
(e.g., what was offered at school that helped to transition into a post 
school option?) 
Literacy and Numeracy Skills 
1. What are your thoughts on their current academic skills (for example, literacy, 
math skills)?   
2. How do you feel this may be impacting on [child’s name] to obtain work/ further 
study? 
Current Engagement in Roles 
1. What have they done since leaving school?   
2. What is [child’s name] doing now?  Is this what they want to be doing? 
Possible questions to ask if working: 
- Where are they working?  How many hours/ week? 
- How long have they been working with this employer?  Is this their first 
job? 
- Please tell me about how [child’s name] found the job.  
- Job interview:  Please describe how [child’s name] found writing a CV and 
attending a job interview.  How did [child’s name] prepare for the job 
interview?  Please tell me about what worked well during the job interview 
and what didn’t.  Did [child’s name] use any of the resources/ draw on any 
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of the experiences learnt/ taught in high school to assist with the job 
interview?  
- How is [child’s name] finding working? (if relevant, working modifications/ 
accommodations?)  What is working well and what isn’t working so well? 
- What are they enjoying most about working?  What aren’t they enjoying? 
- What are their plans/ goals now that they are working?  How do they plan 
on being involved in the community? 
Possible questions to ask if studying/ apprenticeship: 
- Where are they studying/ training?  What area?  How many hours/ week? 
- How long have they been studying/ training? 
- What were they doing before they started studying/ training?   
- Please tell me about [child’s name] process of engaging in studying/ 
course/ training (i.e., how did they hear about it?  What was the process of 
starting the course?).  
- How is [child’s name] finding studying/ training? (if relevant, working 
modifications/ accommodations?)  What is working well and what isn’t 
working so well? 
- What are they enjoying most about studying/ training? 
- What are their plans/ goals now that they are studying/ training?  How do 
they plan on being involved in the community? 
 
CAREGIVER GOALS 
1. What can you see [child’s name] doing in 3 months from now? (i.e., what can you 
see your child doing after Christmas this year?  Beginning on 2011?) 
2. What supports are you aware of that may help [child’s name] to transition into a 
post-school option?  
3. How do you imagine they will transition into employment/ study?  What strategies 
do you have in place to assist with this? 
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Questionnaire for Professionals 
 
1. For the purposes of the recording, where do you work? 
2. How long have you been working with young people with ASD?   What ages? 
3. What type of support do you provide in this role? 
4. How do you support young people during the post-school transition?  
a. Why do you choose to use this framework or approach when working 
with young people with ASD? (i.e., literature, procedure of service provider 
etc) 
b. Do you find this approach to be effective in supporting young people in a 
post-school option?  Why?   /   Why not? 
5. What factors have you found to be the most effective when preparing a young 
person with an ASD for life after high school. 
- At school? 
- In the community? 
- At home? 
At what age do you think we should start? 
6. For students who have a special interest, do you talk to them about finding a 
post-school option that uses this special interest? 
7. In an ideal world, what do you think would work well for young people with ASD 
to transition successfully into employment/ study? 
- At school? 
- In the community? 
- At home? 
What differences do you think exist for females with ASD? Why? 
8. What do you think are the main barriers for a young person with ASD to 
transition into a post school option?  Please describe a specific example. 
a. Examples of specific young people who you know  
Lastly, is there anything else that you would like to share that we haven’t spoken 
about today? 
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APPENDIX B 
The DSM Autism Criteria: Rewritten with Neurodiversity in Mind 
Purkis (2015) has provided the DSM-V criteria first (in italics) and following this has 
developed her own interpretation of the DSM-V criteria (in bold).  
A. Specify current severity based on social communication impairments and 
restricted, repetitive patterns of behaviour. 
A (Autsome) Different ways of communicating and relating to others. This is 
part of the person’s basic make-up. It is not a deficit or a disability, it is just a 
different way of communicating. Some ways in which this might be 
demonstrated include: 
1. Different ways of relating and experiencing emotions. Some people may have 
hyper-empathy.  They may make excellent psychologists or counsellors. 
2. Interacting in different ways. One example would be the lack of unpleasant 
communication styles like manipulation and lying which many neurotypical 
people sadly engage in. 
3. Approaching relationships differently to non-autistic people. People may be 
very loyal and/or have strong bonds with an individual or small group of 
friends. Autistic people often have a great connection with non-human ‘people’ 
too and a connection to the natural world. 
B. Restrictive, repetitive patterns of behaviour, interests or activities, as manifested 
by at least two of the following, currently or by history: 
1. Stereotyped or repetitive motor movements, use of objects, or speech 
2. Insistence on sameness, inflexible adherence to routines, or ritualised patterns of 
verbal or nonverbal behaviour 
3. Highly restricted, fixated interests that are abnormal in intensity or focus 
4. Hyper- or hyporeactivity to sensory input or unusual interest in sensory aspects of 
the environment 
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B (Beautiful) May be experts in a particular area, have a strong focus and 
determination. May have very strong interests on a topic and activities related 
to these interests may result in a great sense of joy and satisfaction. 
1. Innovative and imaginative use of objects. Creativity. 
2. The ability to follow a schedule. Seeing patterns in things – very useful if the 
person wants to work for the police as an investigator or be a mathematician or 
climate scientist. 
3. Passionate engagement in a particular interest. As life progresses, Autists can 
develop a huge general knowledge based on all the topics they may have 
been interested in. Very useful if the person wants to be a university professor. 
Also, the interests can form an excellent self-soothing tool should the person 
be depressed. 
4. Exceptional, accurate and perceptive sensory skills. This is highly useful in 
areas like catering and viticulture. 
C. Symptoms must be present in the early developmental period (but may not 
become fully manifest until social demands exceed limited capacities, or may be 
masked by learned strategies in later life).  
C (Curious and Clever) 
Young children may be quirky, smart and individual. As they grow older, the world 
can dampen their amazing spirit but do not be disheartened as autistic people are 
often resilient and resourceful. 
D. Symptoms cause clinically significant impairment in social, occupational, or other 
important areas of current functioning. 
D (Diverse) The weight of a world which often does not value or respect 
autistic people can mean that they struggle to navigate life. This is not due to 
their inherent deficiencies, rather it is mostly a result of a focus on some 
arbitrary ‘norm’.  With the right support, understanding and self-confidence, 
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autistic people can rise above this and be their best ‘them’. This is an area for 
further work. 
E. These disturbances are not better explained by intellectual impairment 
(intellectual developmental disorder) or global developmental delay. 
E (Exceptional) Auties are Auties. They are amazing as is and defy this sort of 
diagnostic negativity through their brilliance. 
Individuals with a well-established diagnosis of autistic disorder, Asperger’s disorder, 
or pervasive developmental disorder not otherwise specified should be given the 
diagnosis of Autism spectrum disorder. Individuals who have marked deficits is 
social communication, but whose symptoms do not otherwise meet criteria for 
Autism spectrum disorder, should be evaluated for social (pragmatic) communication 
disorder. 
Auties should be given a diagnosis of ‘human being’ along with all the other 
human beings. We are all pretty much the same and just a little bit different. 
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APPENDIX C 
Overview of Informants  
 
Table 1 
 
Overview of Co-occurring Mental Health Conditions, Identified Roles and Gender for 
Autistic Young People 
 
Autistic Young 
People 
Co-occurring Mental 
Health Conditions  
Role/s Identified and/ 
Discussed  
Gender  
AX Undisclosed Worker, Autistic self-
advocate 
Male 
MZ Anxiety  Worker, Dancer  Male  
KI Anxiety  Worker Male 
OS Undisclosed Worker, Father, 
Husband, Autistic self-
advocate 
Male 
AG Undisclosed  Worker Male  
BB Anxiety  Worker, Autistic self-
advocate 
Male 
AM Anxiety, Speech and 
Language Difficulties 
Social group member, 
Worker (work 
experience), Computer 
Gamer 
Male 
DK Depression, Anxiety  Social group member, 
Son 
Male 
TS Social Anxiety, Depression  Son  Male 
SB Anxiety, Speech difficulties Social group member, 
Worker (work 
experience), Computer 
Gamer, Friend  
Male 
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OB Late diagnosis of ASD, 
PTSD, issues related to a 
history of sexual abuse 
Worker (self-
employed) 
Male  
BA Depression  Grandson, Computer 
Gamer, Friend  
Male 
PF Anxiety, Depression Worker  Male 
IA Anxiety, learning difficulties  Social, group member, 
Worker, Cricket player  
Male 
MG Undisclosed  Student  Male  
CD Anxiety  Worker, Student, 
Daughter, Sister  
Female 
AJ Anxiety, Depression, 
Atypical Schizophrenia 
Worker, Autistic self-
advocate 
Female 
OU Anxiety  Worker, Wife Female 
HD Anxiety (recent diagnosis 
of ASD) 
Worker, Mother Female 
AK Depression, Anxiety, 
PTSD 
Student, Daughter, 
Sister, Worker (work 
experience)   
Female 
RG Late diagnosis of ASD   Female 
PL Late diagnosis of ASD, 
Depression, Anxiety  
Mother Female 
IG AD/HD, Anxiety  Student, Daughter, 
Cyclist, Sister, Friend  
Female 
RH Undisclosed  Student  Female 
YX Undisclosed Student, Girlfriend  Female 
HL Anxiety  Worker/Chef, currently 
unemployed  
Female  
ZT Anxiety, Depression  Mother  Female 
SE Anxiety  Daughter  Female 
Total = 28    15 Males 
13 
Females 
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Table 2 
 
Overview of Descriptions of Experiences and Roles Identified by Parents and 
Caregivers and Other Family Members  
Parents, 
Caregivers and 
Family Members 
Description of Experiences Shared  Role/s Identified 
and/ Discussed 
CC 11-year-old daughter recently diagnosed 
on the Autism spectrum 
Mother 
LH 11-year-old daughter recently diagnosed 
on the Autism spectrum 
Mother 
LD Two children on the Autism spectrum (a 
son and daughter) 
Mother  
JG 14-year-old daughter on the Autism 
spectrum 
Mother 
BC Daughter on the Autism spectrum Mother 
YA Daughter on the Autism spectrum Mother 
MN 16-year-old daughter on the Autism 
spectrum 
Mother  
YT 19-year-old daughter on the Autism 
spectrum 
Mother  
KD Teenage son on the Autism spectrum Mother  
HK Teenage son on the Autism spectrum Mother   
TZ Adult son on the Autism spectrum Mother  
FL 16-year-old son on the Autism spectrum Mother  
TT Adult son on Autism spectrum Mother  
JS Three children, one child on the Autism 
spectrum 
Mother  
XC Son on the Autism spectrum  Mother 
LF Six-year-old son was recently diagnosed 
as being on the Autism spectrum 
Mother  
XR Eight-year-old son on the Autism Mother  
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spectrum 
TJ Two children on the Autism spectrum Mother  
LP Son on the Autism spectrum Mother 
SC Adult son on the Autism spectrum Mother 
CG Son who was currently being assessed 
for possible Autism 
Father  
VG Younger sister on the Autism Spectrum Sister  
Total = 22  20 Mothers 
1 Father 
1 Sister 
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Table 3 
 
Overview of Professional Areas and Gender for Professionals Working with Autistic 
Young People 
Professionals Professional Area Gender  
CM Specialist working with autistic young 
people 
Male 
AW Specialist working with autistic young 
people 
Male 
QP Specialist working with autistic young 
people 
Male 
SP Specialist working with autistic young 
people 
Male 
AE Specialist working with autistic young 
people 
Female 
AP Specialist working with autistic young 
people 
Female 
LK Specialist working with autistic young 
people 
Female  
LY Post-school transition professional Female 
SJ Employment service provider Female 
EY Workplace transitions Female 
NK Vocational Education and Training 
(VET) Teacher 
Female 
XD High school teacher Female 
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KM High school teacher Female 
HW Primary school teacher Female 
GD Primary school teacher Female 
CZ Primary school teacher Female 
AV Primary school teacher Female 
KT Primary school teacher Female 
AL School professional  Female 
PK Transition support officer Female 
TP Speech Pathologist  Female 
VL Occupational Therapist Female 
NG Occupational Therapist  Female 
Total = 23 6 Specialists working with autistic young people 
2 Post-School Transition Officers 
1 Supported Employment Provider 
1 Workplace Transition Officer 
1 Vocational Education and Training (VET) Teacher 
9 School staff 
3 Allied Health 
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Table 4 
 
Total number of Informants (includes all participant observations, discussions, 
interviews) 
Young Autistic People 28 
Parents and Caregivers 22 
Professionals  23 
Total =  73   
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Table 5 
Settings where Key Informant Interviews and Participant Observations were 
Conducted 
‘Computer Club’:  A social group organised by Autism Queensland (2012) 
 Duration: 10 weeks plus additional follow-up interviews and phone calls. 
 Interviewed autistic young people and professionals managing the program. 
 Engaged in consistent discussions with informants such as autistic young people 
and their parents and caregivers who were dropping off/ collecting their child. 
 
Studio G: A program aimed to develop skills for employment or further training 
or education. 
 I was involved in this group intermittently from November 2014 to August 2016. 
 I sat with group members and built rapport over several weeks.  
 Engaged in participant observations. 
 
Attended Asia Pacific Autism Conference (APAC) - 2015 and 2017  
 I was involved in the Autism Mentoring Program in 2015. Over four days, I built 
rapport with the members of the group and completed participant observations 
with informants/ group members. 
 At APAC 2017, I met with some of the members of the mentoring group to 
discuss their experiences since 2015.  
 At APAC 2017, I also discussed my key findings with people (autistic young 
people, professionals and parents and caregivers) to receive feedback about 
whether this aligned with their thoughts on the topic of post-school transitioning 
for autistic young people.   
 
Facebook Interviews - Online focused ethnography 
 Some people chose to complete the interviews via Facebook, due to anxiety 
related to face-to-face or a phone call. 
 
Attended school transition meetings  
 I attended school transition meetings with school staff. 
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 These meetings discussed processes to prepare students for the post-school 
transition. 
 
Additional Conferences 
 I attended various conferences addressing the topic of Autism where I met and 
engaged in informal conversations about their Autism journey’s and experiences. 
 These discussions were typically completed over lunch. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
  
 
 
